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Terms Definitions 
Adopted or 
host country 
Country to which immigrants moved to and where now they 
permanently reside or acquire citizenship 
Country of 
origin 
Country where a person was born 
Culture 
Defined as the ideas, ideals, customs, traditional practices 
and beliefs, social characteristics and behaviours that define  
a group of people as belonging to a particular society 
Arab 
A person who identifies himself or herself as from Arab 
ethnicity.  
Arab Australian 
A person who identifies himself or herself as from Arab 
ethnicity and who lives in Australia 
English 
language 
proficiency 
A person’s self-assessed ability to speak English in everyday 
situation (Australian Bureau of Statistics, 2012) 
Host country 
Destination country of immigrants; country receiving 
immigrants for permanent residence 
Migrant 
This term describes the relocation of a person from another 
country to Australia to live permanently 
Minority group 
Used to denote people who are in the minority within a defined 
population on the grounds of ethnicity, race or culture (Universities 
Scotland, 2010) 
Cancer 
survivor  
For the purpose of this study, cancer survivor was defined as 
the period from the time of diagnosis until the end of life (The 
National Institutes of Health,2018) 
Family 
caregiver  
The person most responsible for meeting the patient's daily 
personal care needs or for making decisions affecting the 
management of the patient 
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Abstract 
Background: Cancer survivors, their partners, family members and significant 
others may experience unmet needs over the survivorship continuum. Defined 
as ‘problems that remain outstanding after standard care,’ unmet needs 
negatively impact on the quality of life of people affected by cancer and increase 
psychological morbidity. Minority groups, including migrants, have been 
reported to experience significantly higher unmet needs than majority 
populations.  
In Australia, migrants with cancer report poorer quality of life and higher levels 
of depression than Anglo-Australian cancer survivors. They are less likely to 
participate in cancer screening resulting in delayed diagnosis and are less likely 
to access appropriate treatment. While difficulties in understanding the English 
language and navigating the Australian healthcare system in part help to explain 
these disparities, cultural beliefs often result in additional barriers to accessing 
care and subsequent support. This is particularly so in people with cancer from 
Arabic-speaking backgrounds who report higher levels of depression and worse 
quality of life than other immigrant groups. 
The Australian population includes a large number of Arab people who come 
from a diverse range of countries and this number is increasing, yet health 
service research of this ethnic group is limited. The aims of this research were 
to explore the unmet supportive care needs of Australian Arab people affected 
by cancer (cancer survivors and their family caregivers) and to compare their 
needs with Arab people living in Jordan where language is not considered a 
barrier to accessing care. 
Methods: Using a mixed-methods approach, Arab people living in Sydney, 
Australia and Amman, Jordan and diagnosed with cancer within the last five 
years were invited to complete a questionnaire which measured unmet 
supportive care needs, informational support, depression, quality of life, and 
language acculturation. Clinical and demographic data were collected. 
Abstract xvii 
Cancer survivors and their family caregivers were invited to participate in face-
to-face, semi-structured interviews. Focus groups were also undertaken with 
cancer centre staff from the study sites.  
Quantitative survey data were analysed using descriptive and inferential 
statistics while qualitative interview and focus group data were analysed 
inductively. In this study, data integration occurred at various points including 
the study design level, methods level and at the interpretation and reporting 
level. 
Quantitative Results: Seventy-seven Arab Jordanian and 66 Arab Australian 
cancer survivors completed the study questionnaires. Australian participants 
were significantly older than their Jordanian counterparts (61.5 vs. 52.3 years; p 
< 0.001) and reported higher levels of overall unmet needs (44.9 vs. 36.1; p = 
0.012). Controlling for age and stage of cancer diagnosis, higher levels of 
depression (beta = 0.34, p < .001) and living in Australia (beta = 0.26, p = .029) 
were significant predictors of unmet supportive care needs and explained 
almost 17 % of the variance. 
While lack of information about cancer, its treatment and side effects were 
common to both groups, Arab Australian cancer survivors expressed greater 
need than Jordanian cancer survivors for information about managing their 
illness (p = .027), receiving explanations about tests (p = .016) and the benefits 
and side-effects of treatments before making choices (p = .041). 
Qualitative Findings: Thirty cancer survivors/caregivers agreed to participate in 
the study interviews. The qualitative findings were consistent with the 
quantitative data and raised some specific needs and concerns among Arab 
cancer survivors/family caregivers including: 1) the need for more cancer 
disease-specific information from the healthcare providers, with preferences for 
spoken rather than written information, and the provision of diagrams and 
drawings; 2) communication barriers with healthcare providers and equally, 
concern among healthcare professionals that the information they provided was 
understood; 3) the need for professional interpreters who had the same dialect 
and who could translate correctly, and 4) the need for cancer support services 
Abstract xviii 
specifically tailored to the needs of Arab cancer survivors/caregivers. An 
important finding from this study was that although doctors were the most 
trusted source of cancer information, almost half the participants indicated they 
used the Internet for information. Qualitative findings also confirmed cultural 
and religious beliefs impacted both positively and negatively on the experiences 
of cancer survivors and their family caregivers. 
Conclusion: Overall this study has shown that Arab Australian cancer survivors 
experienced higher unmet supportive care needs than their Jordanian 
counterparts. Contrary to previous studies, language was not a predictor of 
unmet supportive care needs; rather higher depression scores and living in 
Australia were the only significant predictors of unmet needs.  
Importantly, this study showed that for Arab cancer survivors who lived in their 
home country where language was not a barrier to accessing healthcare, 
depression was also the strongest predictor of unmet supportive care needs. 
The finding that Arab Australians had worse outcomes than their Jordanian 
counterparts confirms disparities in outcomes in minority versus majority 
populations. These findings have extended our understanding of the unmet 
supportive care needs of Arab cancer survivors. 
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Preface 
The purpose of this preface is twofold. First I would like to provide the 
background to how I decided to undertake a study exploring the unmet 
supportive care needs of Arab people affected by cancer. Second, I would like to 
use this as an opportunity to address the issues of positionality that may have 
consciously or unconsciously impacted on my study. 
I am an oncology nurse, and I have lived in Jordan for most of my life. Prior to 
undertaking this study, I worked in the King Hussein Cancer Center in the 
Emergency Department and the University of Jordan as a Clinical Instructor for 
undergraduate students. During my work I noticed that many cancer patients 
had inadequate support and/or access to support services. Although the nurses 
had direct contact with patients and knew many of their needs, I saw this as an 
opportunity to explore my patients’ needs to understand how I could better 
help them. This led to me reading about the unmet needs of people with cancer 
and hence, I entered into this PhD program with the hope of exploring the 
unmet supportive care needs of cancer survivors. Initially, I wasn’t specifically 
looking to explore these needs in Arab people but at the time I approached my 
supervisors, a review of the availability of information and support groups for 
cancer patients from culturally and linguistically diverse (CALD) communities in 
South Western Sydney Health District had just been released. The lack of 
Arabic-specific cancer support services was concerning, particularly given 40% 
of Arabic-speaking people in New South Wales (NSW) lived in this health 
district. Further investigation revealed a paucity of literature reporting on the 
Preface xx 
unmet supportive care needs of Arab people affected by cancer which 
influenced my decision to explore this topic in depth. I decided to conduct this 
study on Arab people affected by cancer who experience a number of unmet 
needs and do not have the formal supportive services to help them in meeting 
these needs. 
In relation to the issues of positionality that may have consciously or 
unconsciously impacted on my study, and issues encountered during the 
completion of a mixed methods research project: The focus of the study was on 
understanding the unmet supportive care needs of Arab people affected by 
cancer. I used the term ‘affected by cancer’ because I wanted to understand the 
experiences of cancer survivors and their family caregivers. I also wanted to 
understand the differences (if any) in unmet supportive care needs between 
people living in a country where language, unfamiliarity with the health system 
and culture were not barriers (that is, Jordan), and a country where language 
and culture have previously been reported to be barriers to having their needs 
met (Australia). Hence, the comparative study between Australia and Jordan.  
Throughout my preparations to conduct this research and during each stage of 
my study—particularly the qualitative data collection and analysis, my cultural 
positionality as an Arab Jordanian researcher studying Arab people affected by 
cancer remained at the forefront of my mind. I was conscious that my 
background, position, perspectives, beliefs and values could impact on the 
research process. Malterud (2001, pp. 483-484) states "A researcher's 
background and position will affect what they choose to investigate, the angle of 
investigation, the methods judged most adequate for this purpose, the findings 
Preface xxi 
considered most appropriate, and the framing and communication of 
conclusions." Malterud (2001) also reports that the researcher's preconceptions 
are not the same as bias if the researcher addresses and mentions them in their 
publications.  
In this study I have conducted interviews with people affected by cancer in 
which I seek to engage them in discussions about their experiences with cancer 
and their unmet supportive care needs. My position as an Arab researcher and 
as an oncology nurse helped me in connecting with Arab people affected by 
cancer and helped me in understanding their needs. This study commenced 
with my desire to better understand Arab people affected by cancer and their 
unmet supportive care needs and the type of cancer support services that might 
be useful, as it is my belief that these areas are not covered by the available 
healthcare services and are not well understood by health professionals. To this 
end, I present this thesis. 
Chapter One – Introduction  1 
CHAPTER ONE 
Introduction 
1.1 Overview  
Receiving a cancer diagnosis and enduring the associated treatments is a 
traumatic and stressful experience on the receiving end, resulting in significant 
physical and emotional distress (Butow et al., 2012; Swash, Hulbert-Williams, & 
Bramwell, 2014). Many people describe this time as ‘the day my world 
collapsed’ (Hauken, Hølge-Hazelton, & Larsen, 2018) where, in the blink of an 
eye, life changes forever. For people diagnosed with cancer—and their families, 
the impact is so great that they can recall the exact time and circumstances 
surrounding the delivery of this bad news, often described as a clear "before and 
after" point (Tobin, 2012). 
Apart from the distress that comes with a cancer diagnosis, cancer survivors 
and their families are often expected to process overwhelming amounts of 
information not only about the diagnosis and prognosis but treatment options. 
In addition, practical problems such as the need to take time off work to 
undergo treatment and financial stress are common during this period (Lim, 
Butow, Mills, Miller, & Goldstein, 2017).  
Despite improved outcomes for cancer survivors, some groups still experience 
high unmet needs which affect their healthcare outcomes. For example, Arab 
cancer survivors in Australia experience higher levels of unmet needs, 
depression and poorer quality of life (QoL) compared to other cultural groups 
who live in Australia (Butow et al., 2013; Sze et al., 2015). Among general cancer 
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patients it is well established that people may respond to cancer differently 
depending on their cultural background, age, gender, communication barriers 
and familiarity with the health system. However, little is known about Arab 
cancer survivors’ unmet supportive care needs during the cancer trajectory. 
This thesis will explore Arab cancer survivors' and their family caregivers' 
unmet supportive care needs and those factors which might impact on these 
needs. For the purpose of this study a person is considered to be a cancer 
survivor from the time of diagnosis until the end of life (The National Institutes 
of Health, 2018). 
 
This chapter provides the background to the study including an overview of the 
literature surrounding unmet needs among cancer survivors. A more detailed 
discussion of unmet needs will follow in Chapter Three. The research aims and 
objectives, significance of the study and structure of the thesis will be provided 
at the end of this chapter. 
1.2 Background 
Cancer is a major illness and one of the leading underlying causes of death both 
worldwide (World Health Organization, 2015) and in Australia (Australian 
Institute of Health and Welfare, 2017). In the United States (US), cancer is the 
second most common cause of death, accounting for nearly one out of every 
four deaths. In Australia, an estimated 48,586 deaths will result from cancer in 
2018 (Australian Institute of Health and Welfare, 2017). 
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In New South Wales (NSW), cancer represents one of the top four causes of 
death; however, in South Western Sydney (SWS) where the Australian 
component of this study was undertaken, residents have higher rates of cancer 
than the NSW average (South Western Sydney Local Health District, 2014). This 
is in part attributed to elevated rates of behavioural/risk factors linked to 
cancer (e.g. smoking, physical inactivity, obesity, poor diet), and social and 
economic disadvantage resulting in reduced access to healthcare services, 
including preventative health (South Western Sydney Local Health District, 
2014). With a predicted growth rate of 20% in SWS (twice that of the rest of 
NSW), particularly in older cohorts (50% in SWS compared to the NSW state 
average of 35%), the number of cancer patients and cancer survivors is 
expected to increase. This increase also includes people from culturally and 
linguistically diverse backgrounds (CALD), with SWS being a major point of 
settlement for immigrants and refugees (Merry & Robinson, 2014). 
Although research suggests cancer incidence may be lower in immigrants due to 
the 'healthy migrant effect', this is usually seen in men who immigrate for 
employment opportunities, with refugees and those who immigrate under 
family reunification experiencing greater cancer burden and mortality 
(Goldstein et al., 2014). In Australia, immigrants with cancer report higher 
levels of unmet supportive care needs than Anglo-Australian cancer survivors 
(Butow et al., 2013). They are less likely to participate in cancer screening 
resulting in delayed diagnosis, and are less likely to access appropriate 
treatment (Phillipson, Larsen-Truong, Jones, & Pitts, 2012). While difficulties in 
understanding the English language and navigating the Australian healthcare 
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system in part help explain these disparities (Goldstein et al., 2014; Merry & 
Robinson, 2014), cultural beliefs often result in additional barriers to accessing 
healthcare and subsequent support. This is particularly so in cancer survivors 
from Arabic-speaking backgrounds who report higher levels of depression and 
worse QoL than other immigrant groups (Butow et al., 2013).  
The Australian population includes a large number of Arab immigrants who 
come from a diverse range of countries. In the 2016 Census, Arabic was 
reported as the third most common language spoken at home (after English and 
Mandarin) (Australian Bureau of Statistics, 2016b), an increase on the 2011 
Census (fourth most common language spoken at home). The Census also 
revealed there were almost 200,000 Arabic-speaking migrants in Australia, with 
almost one quarter (24%) born in Lebanon followed by Iraq and Egypt. Sixty 
percent of Arabic migrants live in NSW (Australian Bureau of Statistics, 2016b), 
and of these, 40% live in SWS, mainly in the Liverpool, Bankstown and Fairfield 
areas, and to a lesser extent Campbelltown (Merry & Robinson, 2014). After 
English, Arabic is the most common language spoken at home in SWS (Merry & 
Robinson, 2014).  
Despite sharing a common language, Arab people are not a homogeneous 
population in relation to religion and culture. Common to Arab culture however 
is a strong emphasis on the family unit, with family members expected to look 
after each other and maintain strong filial relationships (Bener, Alwash, Miller, 
Denic, & Dunn, 2001). Confidentiality is a crucial aspect of Arab culture with 
most Arab people avoiding cancer screening and support services for fear this 
may be a source of gossip that impacts on their relationships with other 
Chapter One – Introduction  5 
families, including marriage prospects of family members (Baron-Epel, Granot, 
Badarna, & Avrami, 2004; Merry & Robinson, 2014; Saleh et al., 2012). Talking 
to people outside the family about cancer is also discouraged because Arab 
people believe health issues should be kept secret, in order to avoid any shame 
or stigma (Saleh et al., 2012).  
An important consequence of this reluctance to access health services and seek 
support is that many Arab cancer survivors experience unmet supportive care 
needs. Needs are defined as "the requirement of some action or resource that is 
necessary, desirable, or useful to attain optimal well-being” (Sanson‐Fisher et 
al., 2000, p. 227) and, while often used as a measure to assess the accessibility 
and availability of healthcare services (Papp, Gogoi, & Campbell, 2013), unmet 
needs are associated with significant morbidity and distress (Harrison, Young, 
Price, Butow, & Solomon, 2009). Unmet needs suggest that the individual 
perceives a difference between the supports they have been provided and what 
they actually need (Soothill et al., 2011) and these are typically classified into 
domains consisting of psychological, sexuality, daily living activity and 
information needs (Bell, Butow, & Goldstein, 2013; Goldstein et al., 2014). 
It is well established that the needs of cancer survivors can be different 
depending on the culture, age, gender, education level, stage of cancer the 
cancer type and availability of social support (Fiszer, Dolbeault, Sultan, & 
Brédart, 2014). For example, cancer patients who are younger, or with lower 
levels of education have reported higher supportive care needs (Fiszer et al., 
2014), while female cancer survivors have been shown to be more likely to 
report the need for psychological support than male cancer survivors (Fiszer et 
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al., 2014). Research also demonstrates that people diagnosed with breast 
(Fiszer et al., 2014), prostate (Watson et al., 2015), colorectal (Hoon, Chi Sally, & 
Hong-Gu, 2013), lung (John, Kawachi, Lathan, & Ayanian, 2014) haematological 
cancers (Swash et al., 2014) and samples with mixed diagnoses (Sanson‐Fisher 
et al., 2000) report a number of unmet needs, demonstrating that the concept 
has broad relevance to patients regardless of diagnosis or prognosis. 
Understanding the relationship between unmet needs of cancer survivors and 
their quality of life (QoL) is crucial. Many studies have found that having unmet 
needs negatively affected cancer survivors’ QoL (Butow et al., 2013; Edib, 
Kumarasamy, binti Abdullah, Rizal, & Al-Dubai, 2016; Luckett et al., 2011). In a 
study of first generation Arabic, Chinese and Greek-speaking Australian 
immigrant cancer survivors by Butow et al. (2013), the authors found a 
significant correlation between higher unmet needs and worse QoL. This was 
particularly so in Arab cancer survivors who reported worse quality of life than 
other immigrant groups.  
Unmet needs can also be experienced by family caregivers because of their 
caring role (Doubova, Aguirre-Hernandez, Infante-Castañeda, Martinez-Vega, & 
Pérez-Cuevas, 2015). Looking after a family member with cancer can be 
stressful and time consuming, and can impact on family members' social and 
personal lives (Collins & Swartz, 2011). Many family caregivers have been found 
to neglect their personal needs and daily life activities such as sleep, diet and 
exercise (Collins & Swartz, 2011). A recent study found that fear of the future, 
communication with health providers, and emotional support were the most 
significant unmet needs highlighted by caregivers. Caregivers have also 
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reported significant unmet information needs, particularly the need for more 
information about cancer treatments, side effects, home care of cancer patients 
and alternative therapies (Doubova et al., 2015). 
Despite Arab people forming the second largest ethnic group in Australia, there 
is limited research in the Australian setting which explores the unmet 
supportive care needs of Arab cancer survivors and their families, and what is 
available has methodological limitations including low response rates and small 
samples. However, the emerging evidence suggests that common unmet needs 
arise primarily from a lack of written information and access to health 
professionals who speak their language (Butow et al., 2013).  
International literature exploring the unmet supportive care needs of Arab 
people affected by cancer is also limited, particularly research undertaken in 
Middle Eastern countries. Arabiat and Altamimi (2013) explored the unmet care 
needs of parents of children with cancer in Jordan, with findings suggesting 
needs were primarily for information. In a cross-sectional study of Jordanian 
cancer survivors information needs and information-seeking behaviours, Al-
Qadire (2014) found while patients wanted to know everything about their 
disease and treatments, younger people, those who were working, and those 
with higher education levels had significantly greater needs for information 
while those who had reached the stage of palliative care had the least needs for 
information (Al Qadire, 2014). Finally, the needs of Jordanian caregivers of 
patients with cancer receiving chemotherapy have also been reported, with 
personal care, activity management, and work needs rating highly (Al Jauissy, 
2010).  
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1.3 Significance of the Study 
In Australia, Arab migrants with cancer report poorer QoL and higher levels of 
depression than Anglo-Australian cancer survivors (Butow et al., 2013). They 
are less likely to participate in cancer screening tests which can cause delays in 
disease diagnosis (Phillipson et al., 2012) and are less likely to access or adhere 
to prescribed treatment. While difficulties in understanding the English 
language and navigating the Australian healthcare system can help explain these 
disparities (Goldstein et al., 2014; Luckett et al., 2011), cultural beliefs often 
result in additional barriers to accessing healthcare and subsequent support. 
Great stigma and shame are associated with cancer in many immigrant groups 
(Amin, 2008; Merry & Robinson, 2014), but particularly among Arab people 
who view cancer as a deadly and contagious disease (Donnelly et al., 2013). 
Such is the stigma associated with cancer that the diagnosis of a family member 
may impact on the marriage prospects of other family members (Merry & 
Robinson, 2014). In addition, apart from language barriers, it is significant to 
explore how cultural cancer beliefs impacted on Arab cancer survivors’ unmet 
supportive care needs. 
High-quality evidence to support the effectiveness of models or programs that 
improve the quality and delivery of cancer care to people from CALD 
communities is lacking (Phillipson et al., 2012). Currently, there are no 
supportive care interventions specifically for Arab families in South Western 
Sydney. Given this group comprise the most common language group (other 
than English) in South Western Sydney (Merry & Robinson, 2014), there is a 
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need to identify the unmet supportive care needs of this group in order to 
inform the development of culturally-sensitive supportive care interventions. 
This study is unique in that it is the first to use a cross-national comparative 
study design to explore the unmet supportive care needs of both Arab-
Australians and Arab-Jordanians affected by cancer. It is significant in its 
exploration of the experiences of Arab people as it seeks to understand their 
unmet supportive care needs and the role language plays in these unmet needs. 
Findings from this study will inform future health services for this community 
and address a significant knowledge gap about unmet supportive care needs of 
Arab people. 
1.4 Study Aims 
The overall aim of the SNAP study was to explore the unmet supportive care 
needs of Arab people affected by cancer (cancer patients and/or family 
caregivers). The specific objectives were to: 
1. Describe the unmet supportive care needs of Arab people affected by cancer; 
2. Explore differences in unmet supportive care needs between Arab Australian 
and Arab Jordanian cancer survivors; 
3. Examine associations between sociodemographic, clinical and psychosocial 
factors and Arab cancer survivors’ unmet supportive care needs; 
4. Explore the influence of cultural and religious beliefs on the experiences of 
Arab cancer survivors; 
5. Identify Arab cancer survivors’ and family caregivers’ preferred sources of 
information. 
1.5 Overview of Thesis Structure 
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This thesis is structured as a combination of chapters and publications 
exploring Arab-Australian and Arab-Jordanian cancer survivors’ and their 
family caregivers’ unmet supportive care needs. The publications have been 
inserted into this thesis using Microsoft Word® to facilitate ease of reading 
however, the PDF versions of the publications and the author contributions are 
attached in Appendices A-D. 
Chapter One has provided a brief introduction to the problem of unmet 
supportive care needs in Arab cancer survivors and outlined the study aims. 
Chapter Two will provide a background on Arabs and cancer, including cultural 
and religious beliefs and practices, and how these may impact on unmet 
supportive care needs. 
Chapter Three presents a historical and conceptual basis for unmet needs, and 
includes the first publication from this study, an integrative review of the unmet 
supportive care needs of Arab cancer survivors.  
Chapter Four describes the research approach used to explore unmet 
supportive care needs. This chapter describes the study setting, sample, 
participant recruitment, study instruments (including translation), data 
collection and analysis. 
Chapters Five, Six, and Seven contain the published study findings.  
Chapter Eight contains the unpublished study findings. 
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Chapter Nine summarises the study findings, addresses the study limitations 
and makes recommendations for further research. An overview of the thesis 
structure is depicted in Figure 1.1. 
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Figure 1.1. Overview of Thesis Structure 
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CHAPTER TWO 
Arab People and Cancer Beliefs 
2.1 Introduction  
As discussed in Chapter One, unmet supportive care needs are common among 
cancer survivors and their caregivers and this is particularly so among 
immigrant cancer survivors. Understanding cultural and religious beliefs and 
practices, and how these may impact on unmet needs is essential to improve 
healthcare outcomes for immigrant cancer survivors and their family 
caregivers. The aim of this chapter is to provide an overview of Arab cultural 
and religious beliefs and practices in relation to cancer, and how these may 
impact on unmet needs. 
2.2 Who is an Arab? 
The Arab world stretches from Morocco across Northern Africa to the Persian 
Gulf. The Arab world is more or less equal to the area known as the Middle East 
and North Africa (MENA). Although this geographic boundary excludes Somalia, 
Djibouti, and the Comoros Islands, these also are part of the Arab world (Office 
of the Deputy Chief of Staff for Intelligence, 2006). The term “Arab” is a cultural 
and linguistic term as Arabs are not a race. Arab refers to those people who 
come from the 22 countries known as the Arab League, who speak Arabic as 
their first language, and have common cultural and religious beliefs and shared 
geographic and historical identity (American-Arab Anti-Discrimination 
Committee, 2009). There are over 200 million Arabs worldwide, with countries 
including Sudan, Jordan, Qatar, Kuwait, Syria, Egypt, Pales-tine, United Arab 
Emirates, Saudi Arabia, Oman, Yemen, Tunisia, Maraca, Algeria, Libya, and Iraq. 
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Although commonly thought of as Arab, Iran and Turkey are not Arab countries 
and their primary language is not Arabic (Office of the Deputy Chief of Staff for 
Intelligence, 2006). 
Despite the fact that Arab people share the same language, Arab people have a 
mix of different cultural and religious beliefs. For example, while most Arabs are 
Muslim, small percentages are Christian or Jew (Bener et al., 2001). Arabs are 
culturally, linguistically and religiously diverse and, while most Arabs speak the 
Arabic language, there are many dialects and accents (Barakat, 1993; Hattar-
Pollara, Meleis, & Nagib, 2003). 
Such differences in terms of culture and religion may impact on an Arab 
person's health beliefs and behaviors (Aw, Zoubeidi, Al-Maskari, & Blair, 2011). 
Assyrians for instance, come from Arabic-speaking countries and many of them 
might speak Arabic at home and choose an Arabic interpreter. However, 
Assyrians generally do not identify as Arab. 
The Arabic language varies based on the region’s history and cultural heritage 
(Versteegh, 2014). For instance, Arabic language dialects are not homogeneous 
and can be classified into different categories according to geography. Gulf 
Arabic is spoken in the Arabian Peninsula which includes Saudi Arabia, Kuwait, 
United Arab Emirates, Qatar, Bahrain, Yemen, and Oman. Egyptian Arabic is 
spoken in Egypt and Sudan; North African Arabic covers the dialects of Morocco, 
Algeria, Tunisia, Mauritania and Libya and Levantine Arabic covers the dialects 
of Syria, Lebanon, Palestine, Jordan and Iraq. Arabic dialects also vary within 
each dialect region based on social class, resulting in what are known as sub-
Chapter Two – Arab People and Cancer Beliefs  15 
dialects. These reflect social hierarchy with rich city dwellers at the top and 
peasants/farmers and Bedouins at the bottom (Diab & Habash, 2007).  
2.3 Arab Diaspora  
As a result of the Arab Spring (a series of anti-government protests, uprisings 
and armed rebellions that spread across the Middle East in early 2011), three 
million Arabs left their home countries between 2014 and 2015 to seek refuge 
in Western countries (International Organization for Migration, 2015). Many 
countries such as Europe, the United States, Australia and Canada received large 
numbers of Arab migrants. For example, 600,000 Arabs migrated to Canada in 
2014 (1.8% of Canada’s total population) (The Canadian Arab Institute (CAI), 
2015), and in the first half of 2017, over 105,000 Arab refugees and migrants 
entered Europe (The UN Refugee Agency, 2017). In Australia, Arab migrants 
comprise one of the five most populous migrant groups from non-English-
speaking backgrounds (NESB) (Australian Bureau of Statistics, 2016a). 
The history of Arab migration to Australia has only recently started to attract 
the attention of researchers and organisations, consequently there is limited 
published data on Arab settlement (Poynting & Noble, 2004). Batrouney (1985) 
reported that Arab migration to Australia started more than 100 years ago, with 
the earliest settlement of Arab people in the north and west of Australia. 
According to the Australian Bureau of Statistics (ABS) migrants from Lebanon 
and Iraq comprise the largest Arab communities (Australian Bureau of 
Statistics, 2016b), followed by Jordan and Palestine (Al-Momani, 2008). Since 
2006, more Arab people have been arriving from Northern African countries 
including Algeria, Egypt, Morocco, Sudan, Tunisia, and Western Sahara. Around 
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60% of Arab people live in New South Wales (NSW), with 27.5% in Victoria, 4% 
in Queensland and 4% in Western Australia (Migrant Information Centre, 
2015). Close to 40% of Arabic speaking people in NSW live in South Western 
Sydney, making this the most geographically-concentrated region of Arab 
people in Australia (Merry & Robinson, 2014). 
2.4 Arab Family and the Concept of ‘Caregiver’ 
The family is the centre of everything for the Arab community and is the key 
social unit. Usually, children live at the paternal home until they get married. It 
is not unusual in Arabic culture to see married children living with their 
parents. Arab families are patriarchal—the father has the first and last word 
and is the decision maker inside his home. Male offspring are favored, since a 
son is expected to care for his parents in their advanced age, whereas a 
daughter becomes part of the son-in-law’s family (Barakat, 1993; Office of the 
Deputy Chief of Staff for Intelligence, 2006). 
In Arab culture, family members are the main caregivers and thus play a major 
role in the care of cancer survivors (Al Jauissy, 2010). Arab culture and religion 
and strong family unity ensure Arab family members look after each other and 
to delegate patient care to anyone other than family members offends the 
cultural and religious practices of Arabs (Al-Heeti, 2007). In Arab culture, 
respect increases with age, with elderly parents respected by other family 
members for their life experience and wisdom. In general, parents, spouses, and 
elder children, in descending order have greater decision making power than 
the other relatives (Boggatz et al., 2010). An Egyptian study found that older 
participants rejected receiving any care from non-family members such as a 
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nursing home or home care staff because of the associated shame and stigma, as 
they believed that care was a duty of the family (Boggatz et al., 2010). In relation 
to cancer survivors, Arab families often stay close with their family member, 
including staying overnight when hospitalised (Doumit, Huijer, Kelley, & Nassar, 
2008). Hence, because of this strong sense of family, there is no clear concept of 
‘caregiver’ for Arab people because this role is implicitly part of the role of all 
family members. 
2.5 Arab Cultural Beliefs about Cancer 
Arab communities are culturally diverse groups (Hattar-Pollara et al., 2003) and 
hence, there is significant variability in beliefs about cancer. For example, some 
Arab people are reported to believe that cancer occurs as a result of obesity, 
unhealthy lifestyle, or not breastfeeding for at least one year (Amin, 2008). 
Some Arabs believe that cancer can be hereditary (Donnelly et al., 2013; Shah, 
Ayash, Pharaon, & Gany, 2008), and that it is not preventable (Amin, 2008). 
Arabs see cancer as a fatal disease which reflects on their daily life and social 
interaction. For example, Arabs prefer not to mention the word ‘cancer’ because 
this can stimulate their thinking about death (Obeidat, Lally, & Dickerson, 
2012). Instead, they prefer to use different words such as ‘the bad disease’ or 
'salatan' when they need to talk about cancer. Many Arab people use faith 
statements to protect them from the negative impact of this word (cancer) such 
as ‘may this be far from us’ or ‘bheeden unneh’ (which means to be away from 
us’) (Saleh et al., 2012). Arab people may also avoid talking about cancer even 
with their families to avoid the stress which may arise from talking about this 
disease (Saleh et al., 2012). 
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2.6 Arab Religious Beliefs and Cancer  
Christianity and Islam are the two major religions among Arab people (Office of 
the Deputy Chief of Staff for Intelligence, 2006). Arabs make up 15–18% of 
Muslims around the world. In Australia, Islam is the most common religion 
reported after Christianity (Australian Bureau of Statistics, 2016b). 
Arabs believe that many, if not all life events are controlled by the will of God 
(destiny) rather than by humans (Office of the Deputy Chief of Staff for 
Intelligence, 2006). Hence, Arab faith plays an important role in the acceptance 
of a cancer diagnosis and moving forward to obtain appropriate cancer 
treatments. According to the Koran/Q'uran, Muslims must look after their 
physical health and use all resources to prevent the occurrence of disease. At 
the same time, Muslims also believe that diseases such as cancer can be a test 
from God to examine their patience. Some Muslims believe that cancer is from 
God and between God's hands, and no action can change the outcome (Obeidat 
et al., 2012). Overall though, most Muslims see cancer as a test from God, as 
indicated in the following quote: “God tests our patience, the same as what 
happened to Job. God tried him with all kinds of diseases and disasters to test 
how strong his belief was. God strikes the one he loves, as he wishes to test him” 
(Azaiza & Cohen, 2008, p. 37). Similarly, Christianity also encourages people to 
look after their body and Arab Christians see this as one of the religious 
principles, as indicated in the following quote: “In Christianity too, protecting 
our body is a religious duty and we have to take a very good care of it” (Azaiza & 
Cohen, 2008, p. 37). 
2.7 Summary  
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This chapter has provided the background to the study, including the study 
significance and aims, and an introduction to Arab people and the role of Arab 
family members in providing care to their family. This chapter also provided a 
background on Arab cultural and religious beliefs about cancer and how these 
beliefs can affect their experience. The following chapter will present an 
overview of unmet needs, followed by the findings from an integrative review of 
the unmet supportive care needs of Arab cancer survivors and their family 
caregivers. 
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CHAPTER THREE 
Literature Review  
3.1 Introduction 
The previous chapter provided an overview of Arab people and their cultural 
and religious beliefs regarding cancer. This chapter will provide a review of the 
unmet needs literature, from both an historical and conceptual perspective. This 
will be followed by a discussion of unmet needs experienced by people with 
cancer and conclude with Paper 1, an integrative review which explored unmet 
supportive care needs experienced by Arab people affected by cancer. An 
integrative review method was selected as the most appropriate approach as it 
allowed for the inclusion of a range of methodologies in order to more fully 
understand the phenomenon of interest (Whittemore & Knafl, 2005), that is, the 
unmet supportive care needs of Arab people affected by cancer. Due to the 
different study designs and clinical questions, a meta-analysis was not 
undertaken (Borenstein, Hedges, Higgins, & Rothstein, 2009). This review has 
been published in the Asia-Pacific Journal of Oncology Nursing. 
3.2 Defining and Measuring Unmet Needs 
The term unmet needs appears to have first been used by sociologists in the 
1940s who sought a relatively simple way to measure health needs and 
healthcare as an objective appraisal of the health status of communities. At the 
time, the prevailing approach was to use traditional biomedical indicators such 
as morbidity and mortality rates which, while useful as a measure of specific 
diseases, failed to provide information on medical needs and the extent to which 
these were met or unmet (Hoffer & Schuler, 1948). Traditional indicators also 
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provided limited information to enable assessment of the effectiveness of health 
services in improving and maintaining the health of communities (Siegmann & 
Elinson, 1977). 
Adopting a sociomedical (as opposed to biomedical) approach, researchers 
developed what became known as the "Systems Approach" to measuring the 
need for medical care. This was based on the presence of common symptoms 
(e.g. runny nose, persistent chest pain) in the preceding six months, indicating 
need for medical attention. If respondents reported the symptoms had been 
neglected (or used home remedies), this was regarded as an unmet need for 
medical attention (Hoffer & Schuler, 1948). 
In the following decades, research exploring unmet needs increased 
dramatically although definitions of the concept varied. For example, during the 
1960s and 1970s the term unmet needs was used in relation to a range of 
conditions. In the field of family planning, unmet needs meant "wanting to avoid 
or postpone childbearing but not using any method of contraception” 
(Casterline & Sinding, 2000, p. 691), and this was commonly used as a measure 
of the effectiveness of family planning programs (Siegel, Tuthill, Coulter, 
Chipman, & Thomas, 1969). Unmet needs also began to appear in the field of 
gerontology in relation to an individual's ability to perform the normal activities 
of daily living (ADLs) such as dressing, bathing and toileting (Berg, Browning, 
Hill, & Wenkert, 1970).This period also saw the emergence of unmet needs 
measured in relation to social needs such as housing, finances and social 
support, for example contact with other people, home help and the need for 
supportive visits from health professionals (Williamson et al., 1964).  
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Tool development also progressed during this period. Initial measures were 
generally insensitive in that unmet needs were either present or not, but in the 
1970s unmet needs scales began to appear. Widely cited, the Meharry MONSAQ 
scale which measured patient needs for medical, oral/dental, nursing, social 
services and quality of life used a scale ranging from zero (no unmet needs) to 
nine which indicated high/urgent unmet needs (Carr & Wolfe, 1976). This 
approach still remains the basis for most contemporary unmet needs scales and 
the Meharry MONSAQ study provided the foundation for current definitions of 
unmet needs as “the differences between services judged necessary to deal 
appropriately with health problems and those services actually received” (Carr 
& Wolfe, 1976, p. 418). 
In the 1980s the first studies to report the unmet needs of people living with or 
affected by cancer appeared in the literature (Hinds, 1985; Morrow, Hoagland, & 
Morse, 1982; Stempel, 1983), with many of these focusing on psychosocial 
needs. Psychological, social and economic unmet needs were not only common 
among cancer patients but also their caregivers (Houts, Yasko, Benham Kahn, 
Schelzel, & Marconi, 1986). One of the earlier studies conducted during this 
period by Morrow, Hoagland and Morse explored social support for families of 
paediatric cancer patients and found that more than half of the participants 
reported unmet needs in the areas of emotional support and counselling 
(Morrow et al., 1982). Similar findings were reported in the study by Stempel 
(1983) who found that many needs (such as physical, emotional, spiritual 
and/or financial) of terminally ill patients, their families and caregivers were 
not being met by hospice teams. Hinds (1985) also reported family members' 
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unmet psychosocial needs, including the need for respite care. Thus, the 1980s 
were important in 'setting the scene' for the decade that followed which saw a 
significant increase in research in the field of unmet needs in people living with 
cancer, their families and caregivers (Figure 3.1). 
During the 1990s research into unmet needs among cancer patients continued 
resulting in a number of new definitions and tools to measure these needs. This 
increase was, in part, likely a response to dehospitalisation of cancer treatment 
which saw complex chemotherapy and radiotherapy regimes increasingly being 
administered on an outpatient basis (Mor, Allen, Siegel, & Houts, 1992). Mor et 
al. (1992) suggest this 'shift' was facilitated by technological advancements 
which enabled greater use of vascular access devices, infusion pumps and oral 
chemotherapeutic agents. With this shift from the acute hospital setting to the 
home setting, supportive mechanisms which afforded 'protection' to inpatients 
were often lost, with tasks of everyday living such as shopping for groceries and 
cooking meals, and personal care while receiving treatment becoming difficult 
or impossible for many cancer patients (Mor et al., 1992). Thus, this period 
expanded our understanding of unmet needs related to the daily activities of 
patients undergoing cancer treatment as outpatients. 
Another significant development related to understanding unmet needs in 
people with cancer was a shift to viewing unmet needs from the patient's 
perspective, an approach consistent with the shift during the 1990s to focus on 
the patient's viewpoint, or what has come to be known as patient-centred care 
(Laine & Davidoff, 1996). This was addressed by Lattimore-Foot and Sanson-
Fisher (1995) who suggested that any definition for unmet needs (in cancer 
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patients) should consider how the patient themselves saw these needs and take 
into account the availability of resources. They defined unmet needs as 
"problems for which people express a requirement for assistance, out of 
recognition of existing resource deficits, to enable problem resolution and 
attainment of goals” (pp. 131-135), a definition reflecting that patients’ needs 
can only be met if there are enough resources available to help them. 
Lattimore-Foot and Sanson-Fisher (1995) also developed the first cancer-
specific unmet needs tool—the Cancer Needs Questionnaire (CNQ). The tool 
showed good internal reliability (Cronbach’s alpha co-efficient greater than .9 
for factors 1-4 and .78 for factor 5) and assessed cancer patients’ needs for help 
in multiple life areas. Fifty-two items were distributed over five domains 
including health information; psychological; physical and daily living; patient 
care and support; and interpersonal communication needs. Patients reported 
level of need in the previous month using a 5-point response format: no need—
not applicable; no need—already satisfied; low need; moderate need; or high 
need. The CNQ is considered by many to be the first cancer-specific unmet 
needs tool and was the basis for further tool development and refinement in the 
following decades (Bonevski et al., 2000; Campbell et al., 2011; Sanson‐Fisher et 
al., 2000). 
The final development of note during this period that impacted on our 
understanding of unmet needs was the increasing emphasis placed on the 
supportive care needs of cancer patients and cancer survivors. While broad in 
scope, supportive care needs were generally considered to encompass “care of 
the manifestations of cancer, prevention and treatment of complications of 
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therapy and psychological support” (Klastersky & Razavi, 1994, p. 1). The 
increased attention given to supportive care needs during this period was 
reflected in later tool development (e.g. the Supportive Care Needs Survey, 
discussed below) designed to capture the range of support needs of cancer 
patients and cancer survivors across the cancer trajectory. 
Perhaps the most prolific period in terms of research related to cancer unmet 
needs was the 2000s which saw several tools developed (Figure 3.1). One of 
these, the Supportive Care Needs Survey (SCNS), was a modified version of the 
Cancer Needs Questionnaire (CNQ) and initially developed by researchers from 
the NSW Cancer Council Supportive Care Review Group, led by Professor Rob 
Sanson-Fisher (Bonevski et al., 2000). Although the SCNS was similar to the 
CNQ, new items dealing with sexuality, patient disease and treatment were 
included resulting in a 59 item survey called the SCNS-Long Form (SCNS-LF59), 
(Bonevski et al., 2000; Sanson‐Fisher et al., 2000). The survey took 
approximately 20 minutes to complete. 
Later versions of this tool have been developed including the short form (SCNS-
SF34) (Boyes, Girgis, & Lecathelinais, 2009), which maintains the psychometric 
properties of the original instrument, while taking only 10 minutes to complete, 
thus reducing responder burden. The SCNS-SF34 is widely used both in 
Australia and internationally and preferred by patients over other cancer needs 
assessment tools (Butow et al., 2013; Lam et al., 2014; Watson et al., 2015). A 
nine item very brief screening tool (SCNS-ST9) was also developed based on the 
SCNS-SF34 (Girgis, Stojanovski, Boyes, King, & Lecathelinais, 2012). 
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In summary, the preceding discussion has provided an overview of unmet needs 
and how both our understanding and measurement of unmet needs has evolved 
over time. It has identified that cancer survivors potentially have a range of 
unmet supportive care needs which can negatively impact on their wellbeing 
and health outcomes. The following section presents the integrative review of 
supportive care needs undertaken as part of this study. An integrative review 
was selected to allow for synthesis of diverse forms of evidence  
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Figure 3.1. History of Unmet Needs 
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3.3 Paper 1 
The following integrative review appears in Asia-Pacific Journal of Oncology 
Nursing (2016): Alananzeh, I., Levesque, J., Kwok, C., & Everett, B. (2016). 
Integrative review of the supportive care needs of Arab people affected by 
cancer. Asia-Pacific Journal of Oncology Nursing, 3(2), 148.  
The following is the word version and Appendix A contains the published 
version. 
Abstract 
This review aimed to identify the unmet supportive care needs to conduct an 
integrative review of the literature, to identify the unmet supportive care needs 
of Arab people affected by cancer (patients and caregivers), and the impact of 
these needs on quality of life and psychosocial well-being. In July 2015 
databases, search engines and electronic list servers were searched, with no 
limit on the year of publication. Reference lists of included articles and 
published reviews were also hand searched. Six studies met the inclusion 
criteria. Most studies examined the supportive care/unmet needs of Arab 
cancer patients and their family caregivers. Language, communication, 
information, and the need to get relief from dependency were the most 
frequently reported unmet needs among Arab cancer patients. For immigrant 
Arab patients, physical unmet needs were higher than other migrant groups and 
native Anglo-Australians. Arab caregivers’ unmet needs included concerns 
about providing suitable care for their family member, sharing their experience 
with other caregivers, obtaining information, and, in the case of pediatric 
cancers, dealing with siblings’ emotional reactions. The existing literature 
exploring the unmet supportive care needs of Arab people affected by cancer is 
limited suggesting that comprehensive studies are needed to enhance our 
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understanding of these needs and to inform service planning.  
Key words: Arab, cancer, caregivers, Middle East, supportive care needs, unmet 
needs  
Chapter Three – Paper 1  30 
Introduction 
Cancer is the second leading cause of death worldwide with an estimated global 
health burden of 193.6 million disability-adjusted life years.[1] This presents a 
particular challenge for developing nations which face additional challenges in 
delivering complex cancer treatments.[1] While the incidence of cancer is 
increasing, so too is the survival rate in many countries. For example, 
worldwide survival rates for breast cancer 2005-2009 were 85% (range 43.1%- 
90.6% based on national registry data from 61 nations).[2] While such statistics 
are encouraging, they also reveal global discrepancies in survival, with 
developing countries consistently reporting lower survival rates compared to 
developed nations.[2] Specifically, Arab countries included in the study by 
Allemani et al.[2] reported breast cancer survival rates from 43.1% in Jordan, 
59.8% in Algeria, 68.4% in Tunisia, with higher rates around the global average 
in Saudi Arabia (78.4%) and Qatar (85.3%).  
Cancer outcomes differ across population groups, with ethnic minority status 
being associated with lower participation in screening activities, more advanced 
disease at diagnosis, differential treatment pathways, poorer survival and 
psychosocial outcomes compared to Caucasian members of the same country of 
residence, although the results are unequivocal.[3-8] This variation may be 
related to patient factors (e.g., familiarity with the health system, language 
proficiency, beliefs, socio-economic status); health care provider factors (e.g. 
discrimination, cultural competence); and structural barriers (e.g., limitations in 
the health systems).[9] There is emerging evidence that highlights that within 
Australia people with Anglo-English heritage have better cancer-related and 
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psychosocial outcomes than people who are from culturally and linguistically 
diverse (CALD) backgrounds.[3, 9-11]  
The impact of a cancer diagnosis comprises significant physical, emotional, 
social and economic burden on individuals, families and their communities.[12] 
Overall, cancer patients report a range of unmet needs that impact on multiple 
areas of their life.[13] Unmet needs are defined as “the requirement for some 
desirable, necessary or useful action to be taken or some resource to be 
provided in order for the (person) to attain optimal well-being” (Lattimore-
Foot, 1996, as cited in Campbell et al., 2009, p. 3352).[14, 15] A review by Harrison 
et al.[13] concluded that unmet needs were frequently reported in relation to 
activities of daily living, psychological & psychosocial issues, the need for 
information and physical concerns. Similarly, Fizer et al.[16] concluded in their 
review that women with breast cancer had at least one unmet need (range 20-
70%), particularly in the domains of psychological and information needs. 
Importantly, unmet needs may be particularly problematic for patients with a 
predisposition to anxiety or depression, with Hodgkinson et al.[17] reporting a 3-
fold increase in needs in this subgroup of patients. 
Importantly, there is growing evidence to suggest that unmet needs are 
associated with or predictive of poorer psychosocial outcomes (e.g., higher 
anxiety, lower quality of life [QoL]) across a number of cancer types including 
prostate,[18] breast,[19] gynecological,[20] hematological,[21] lung,[22] and in studies 
with mixed diagnoses.[23,24] Importantly, unmet needs represent a potentially 
modifiable variable that can be addressed through supportive care 
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interventions and, therefore, are one way of improving psychosocial outcomes 
for cancer patients. 
Unfortunately, most unmet needs research has been conducted with Caucasian 
populations, with few studies examining the needs of cancer patients among 
CALD backgrounds. Differing aspects pertaining to cancer care delivery, cultural 
beliefs, and mortality rates are likely to influence the unmet needs of patients 
with cancer around the world. A recent review by Levesque et al.[25] concluded 
that Asian women with breast cancer reported greater needs for information 
whereas Caucasian women reported a higher prevalence of psychological needs. 
There is also increasing evidence that, in multicultural societies, immigrants 
with language difficulties have higher unmet needs which in turn can impact on 
their health and well-being.[13] 
It is becoming increasingly accepted that cancer affects not only the patient but 
also their family caregivers. While reports vary in the literature, there is 
evidence that family caregivers report elevated levels of anxiety and 
depression,[26,27] often in excess of patients’ levels,[28,29] and that caregivers also 
report a number of unmet needs.[29,30] In Arab society, family caregivers play a 
major role in the care of cancer patients due to Arab cultural beliefs.[31] Arab 
cultures have a strong emphasis on the family unit, with family members 
expected to look after each other and maintain strong filial relationships.[32] 
Arabs believe that getting care from family members is a way to maintain 
confidentiality and avoid the stigma that is associated with a cancer 
diagnosis.[33-35] To date, little attention has been paid to the exploration of the 
unmet needs of Arab people affected by cancer; consequently, research 
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examining the unmet needs of this vulnerable group is warranted so that 
appropriate support can be provided. 
The purpose of this review was to synthesize the existing literature to 
summarize what is known about supportive care needs of Arab people affected 
by cancer (i.e., patients and their caregivers). Gaining such an insight can assist 
health professionals to develop and enhance culturally appropriate cancer 
support services to address the core unmet needs of both patients and family 
caregivers from Arabic communities. Specifically, the review addressed the 
following questions: 
a. What are the unmet supportive care needs of Arab cancer patients and their 
caregivers? and 
b. What is the relationship between supportive care needs, anxiety, depression, 
and QoL for Arab people affected by cancer? 
Methods 
Search strategy 
In July 2015 databases (Medline, PubMed, PsycInfo, Informit (RMIT)), Web of 
Science, ProQuest Central, Taylor and Francis Online, Arabic Collections Online), 
search engines (Google Scholar), and webpages (Western Sydney University 
Islamic Studies and University of Pennsylvania Arabic Language and Culture) 
were searched based on the keywords and MeSH terms “unmet needs,” 
“supportive care needs,” “psychosocial needs,” “cancer” “neoplasm,” “Arab,” 
“Arabic” “Middle East.” No limit was placed on the time of publication or where 
the search terms appeared in the article. Each of the Arab countries as listed by 
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Istizada website[37] were included as a search term to ensure any research 
conducted in or related to these countries was included. Moreover, the search 
focused on following the relevant cited references of authors, forward in time to 
find other articles that had cited that author or work. Once the relevant articles 
were selected, a secondary search of their reference lists was conducted. The 
search was replicated by a Western Sydney University nursing librarian, with no 
additional articles being identified. 
Inclusion and exclusion criteria 
To ensure all relevant articles were included, a broad definition of Arab was 
used and all domains of unmet need and cancer diagnoses were considered. 
Arab was defined as people who were from any Arab country or if born outside 
an Arab country, self-identified as having Arabic heritage.[37] 
Studies were included if they: 
a. Focused on Arab people diagnosed with cancer or their caregiver; 
b. Explicitly explored unmet supportive care needs or psychosocial needs; 
c. Used a qualitative, quantitative, or mixed method approach; 
d. Were conducted in countries with multicultural societies, which included 
Arab people as a subgroup. 
Studies were excluded if: 
a. The full text was not available or the abstract only had been published; 
b. They were a review article, (however, the reference lists were searched to 
ensure all possible relevant articles were included); 
c. Participants were not diagnosed with cancer; 
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d. Participants’ access to supportive services rather than supportive care needs 
or unmet needs were explored; and 
e. Mixed minority sample included without a defined Arabic group. 
Study selection & data collection 
One of the authors (IA) conducted the search and citations were reviewed based 
on title and abstract by two authors (IA and JL) to identify articles for inclusion. 
The search yielded 81 documents that were considered for inclusion in the 
review. There was 90% agreement on papers to include, with the full text of 
disputed articles (n = 2) read by both IA and JL and discussed until a consensus 
decision was reached for inclusion or exclusion, resulting in a final number of 
ten studies for the review. Data were extracted from the published studies using 
a template covering country of origin, study design, aims, theoretical 
framework, sample size and characteristics, measures, data analysis, main 
findings, the significance of findings, and study limitations. As data extraction 
was conducted, an additional four articles were excluded as they did not meet 
the inclusion criteria.[11,36,38,39] 
Included studies were examined for methodological quality, using the 
assessment criteria outlined by Kmet et al.[40] Two authors (IA and JL) reviewed 
each of the studies, making quality assessments on all eligible criteria for 
quantitative (10 of the 14 criteria) and qualitative studies (all ten criteria). Each 
criterion was scored using a 3-point scale, with options of 2 = yes, fulfilled, 1 = 
partial fulfilment, and 0 = not fulfilled. 
Results 
Included Studies 
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The initial search identified 80 articles across the databases, with an additional 
article being found through secondary searching. After removal of duplicates 
and initial screening, ten full-text articles were considered eligible for inclusion, 
with an additional four articles excluded in the data extraction process, 
resulting in a six articles included in the review. A summary of the selection 
process is presented in Figure 1. 
Of the six included articles, three were conducted in Australia involving samples 
of Arab, Greek, and Chinese migrants,[9,10,41] two studies were conducted in 
Jordan with samples comprised of caregivers[31,42] whereas the final study from 
the USA compared the needs of American and Egyptian cancer patients.[43] Four 
of the studies employed quantitative methodology, with two of the Australian 
studies using the supportive care needs survey (SCNS), translated into Arabic 
whereas the Jordanian studies used Arabic translations of the caregiver’s need 
scale,[31] and the family inventory of needs - pediatric - II.[42] Two qualitative 
studies were conducted; one in Australia, which used focus groups and semi-
structured interviews and one in the USA, which used structured 
interviews.[10,43] Most studies were based on convenience or consecutive 
sampling, and the Arab sample sizes in these studies ranged from 20 to 91 
participants. The included studies are summarized in Table 1.  
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Figure 1. Flow diagram of study selection 
  
Potentially relevant studies 
identified by electronic searches 
(n=80) 
Potentially relevant studies 
identified by search engine and 
hand-searching reference lists (n=1) 
Full-text versions obtained for 
detailed examination (n=10) 
Studies excluded based on evaluation of title 
and/or abstract (n=71) 
 Not relevant to research question, 
did not analyse outcomes by ethnic 
or linguistic group (n=34) 
 No specific data on Arab cancer 
patients or their caregivers (n=24) 
 Duplicates (n=7) 
 Systematic review and no data for 
cancer patients (n=1) 
 Not a research study (n=4) 
 No full text available (n=1) 
Studies included in review (n=6) 
Studies excluded after review of full-text (n=4)  
 No specific data on the unmet supportive 
care needs or psychosocial needs (n=4) 
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Methodological Quality Assessment 
Cohen’s Kappas were calculated for each study to determine inter-rater 
reliability, with results ranging from 0.38 (strength of agreement = fair) to 0.62 
(strength of agreement = good). The authors discussed differences in the quality 
ratings, which primarily related to the interpretation of criteria pertaining to 
description of outcome measures and comparison groups, reporting a variance 
for main results and the connection of qualitative studies to a theoretical 
framework or wider body of knowledge, leading to a consensus of quality rating. 
The overall mean quality score was 16.5 (out of a possible 20, standard 
deviation [SD] = 1.83), indicating that, overall, the studies were of a sound 
standard. Only one study scored 1 SD below the mean,[43] suggesting a less 
rigorous methodology was utilized. It is however acknowledged that the paper 
was written over 25 years ago when methodological standards for qualitative 
studies were less rigorous. The main flaws with the study by Nagia et al.[43] 
pertain to limited information presented about sampling strategy, data 
collection and data analysis, and the absence of researcher reflexivity. 
Patients’ unmet needs 
Three papers reported on Arab cancer patients’ needs, identifying the areas of 
information, symptom management, dependency, and communication with 
health care providers and health care system navigation as unmet. Problems 
with communication, obtaining information in the patient’s home language, and 
navigating the health care system were unmet needs unique to the Australian 
context for Arab immigrant patients.[10,43,44] 
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The first study published by Nagia et al.[43] employed a qualitative design and 
focused on comparing the similarities and differences between American (n = 
61) and Egyptian (n = 66) cancer patients’ perceptions of their unmet needs. 
This study found that Egyptian patients’ needs were focused on three themes: 
Need for information, need to get relief from physical symptoms, and need to 
get relief from dependency. The information and symptoms needs were 
common across cultures, with the concept of dependency being unique to the 
Egyptian sample.[43] Information needs focused on patients, need to know more 
about cancer, treatment effectiveness, symptoms they experienced, and how to 
connect with other patients. Physical symptoms needs focused on problems 
with constipation, vomiting, chest pain and heaviness, fatigue, lack of energy, 
pain, muscular tightness, hair loss, weight loss, lack of appetite, and changes in 
taste and smell.[43] 
The need to obtain relief from dependency was a unique theme identified by 
Nagia et al.[43] among Egyptian cancer patients. This theme included being 
bothered by dependency (e.g., “dependency is my biggest concern in my 
illness”), perception of self as a burden (e.g., “I am a burden on my family”), 
uncertainty regarding the duration of dependency (e.g., “uncertain how long I 
depend on them”), and the need to adjust to being dependent on others (e.g., “I 
need to learn how to cope with my dependency on others.”).[43] 
In another qualitative study, Butow et al.[10] highlighted the language and 
communication needs of Arab people affected by cancer living in Australia. The 
researchers found that some Arab patients perceived that they had received less 
information as the doctor did not take time to overcome communication 
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barriers, as indicated in the following quote: “I do not know if there is racism in 
this country. If it is someone who does not speak English then they will not give 
you a straight answer.” Language and communication difficulties relating to 
understanding communications (e.g., “I just sit there and say yes, yes, but I left 
his consultation and did not understand most things”), initiating communication 
(e.g., “because we do not speak good English sometimes, we really want to ask 
but we do not know how to ask”), and navigating the health care system (e.g., “if 
you say you can call the cancer association, you must still be able to speak 
English to be connected to the person you want. Otherwise you do not get 
through”) also emerged. Being provided with English materials was seen as a 
barrier to communication and strong preferences were expressed for 
information in the home language, as evidenced by one participant stating: “The 
doctor brought the nurse and introduced her to me. She spoke English; they 
gave me a lot of information. I did not know how to read. I did not listen.” 
In a quantitative study conducted by Butow et al.,[9] the unmet needs of Arabic 
(n = 57), Greek (n = 79), Chinese (n = 114), and Anglo-Australian patients (n = 
319) were compared. A greater proportion of the immigrant sample (n = 277) 
reported unmet needs compared to Anglo-Australians. Immigrant unmet needs 
were primarily related to language and information while Anglo-Australians 
reported greater needs pertaining to treatment side effects. The Arabic 
immigrants reported the most severe physical unmet needs (odds ratio 2.2; 
95% confidence interval 1.3-3.5) compared with other immigrants. 
In a further examination of the data collected by Butow et al.,[9] Bell et al.[41] 
examined the response patterns of immigrants for the functional assessment of 
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cancer therapy-general (FACT-G) and SCNS items to determine if there was any 
evidence of systematically missing data. They found that 26% of Arabic patients 
did not answer the FACT-G[45] item relating to sexual relationships and 18% 
skipped the SCNS sexual items. This suggests that the impact of cancer on sexual 
relationships is a taboo subject that some participants prefer not to comment 
on, and hence, such issues will be underreported in research examining unmet 
needs. It is, however, important to acknowledge that in this study, the Chinese 
and Greek samples also demonstrated a preference to omit these items, 
suggesting that the underreporting of sexual needs is not unique to Arab 
patients with cancer. 
Correlation of unmet needs with quality of life, anxiety and depression 
Only one study examined the relationship between unmet needs with 
psychological outcomes such as anxiety, depression, and QoL[9] and, therefore, 
no conclusions can be determined in this review. The findings from that single 
study indicated that the Arab migrant group demonstrated a correlation 
between unmet needs and psychological outcomes, with unmet needs 
correlated negatively with QoL and positively with depression and anxiety. 
Arab caregivers unmet needs  
Only two papers reported Arab cancer caregivers’ needs, with both based on 
Jordanian samples.[31,42] Overall, these papers found that caregiver reported 
unmet needs relating to information, health services/patient care, psychological 
issues (self, patient and other family members), and some financial burden. The 
magnitude of unmet needs varied widely within the two studies with one study 
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reporting over 76% of needs were unmet[31] compared with 22% of parents 
caring for children with cancer.[42] 
Al-Jauissy[31] focused on identifying the unmet needs of the caregivers of cancer 
patients in Jordan, finding a total of 68 needs across six domains of personal 
care, activity management, involvement with health care, work, interpersonal 
interaction, and finance. Around two-thirds of the sample also identified needs 
as very important, with the highest ranked needs including being told about 
symptoms (97.6%), need for home care/public nurse (95%), need to be kept 
informed about patient’s condition (94.7%), help with the patients’ emotional 
needs (87.8%), and help with additional expenses (85.4%). The Jordanian 
caregivers reported experiencing negative impacts of caregiving such as fatigue 
(78.0%), sleep disturbance (64.6%), anxiety (60.7%), financial constraints 
(58.5%), and mood disturbance (43.9%). The caregivers reported that 52 needs 
were unmet (76.4%) covering all domains. The top unmet needs reported by 
patient’s caregivers were (in order of magnitude): 
a. Personal care (e.g., how they can provide good care for their patient, disease 
symptoms); 
b. Activity management (e.g., how to encourage patient self-management); and 
c. Interpersonal interactions (e.g., need to talk with other people who have 
similar experience). 
Arabiat and Altamimi[42] examined the unmet care needs of parents of children 
with cancer. Parents reported that the highest ranked needs related to their 
child’s treatment and side effects, sincerity of treatment team in caring for the 
child, and feeling they could ask questions as needed. The lowest ranked needs 
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related to how and what information to give to other siblings and respond to 
sibling emotions. Information needs were predicted by level of parental 
education and type of treatment, with high information needs correlated with 
low parental education, bone marrow transplantation, or surgery. 
Encouragingly, 78% of needs were rated as met by the health care providers, 
with the most frequently unmet needs pertaining to prognosis, obtaining 
information for siblings, and dealing with their emotional reactions. 
Discussion 
This is the first review to explore the unmet needs of Arab people affected by 
cancer, with evidence suggesting that both patients and caregivers have high 
levels of unmet needs across multiple domains.[9,31,42,43] In particular, Arab 
patients report high levels of unmet information/communication and physical 
needs[9,10,43] and struggle with the sense of burden they place on their family.[43] 
For migrant patients, language difficulties and an inability to understand the 
written and verbal information provided to them was a common issue and has 
the potential to exacerbate unmet information needs.[9,10] The need for 
information has consistently been reported as an unmet need in the 
literature,[13,16] with Levesque et al.[25] highlighting this as the most strongly 
endorsed domain of need for Asian breast cancer patients. The strong need for 
additional information about the disease, treatment, and symptoms may be 
indicative of how information is presented in the care environment, a mismatch 
in content between patient expectation and information they are provided, and 
the degree to which high-quality educational materials are available within each 
Arab country. Furthermore, for multicultural societies such as Australia, United 
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Kingdom, France, Canada, and the USA, there is a need for high-quality 
information to be made available in Arabic. Importantly, Butow et al.[9] found 
that access to an interpreter did not eliminate unmet needs pertaining to 
information and support, suggesting other forms of intervention are required if 
we are to fully support Arab migrant cancer patients. 
Unfortunately, the second aim of the review to investigate the association 
between unmet needs, and psychosocial outcomes in Arab people affected by 
cancer was unable to be explored due to a lack of literature in this area. Only 
one study was published on Arab migrants in Australia,[44] which suggested that 
unmet needs are correlated with depression, anxiety, and poorer QoL. While no 
conclusion should be inferred, this finding is consistent with the published 
literature across Caucasian and Asian cancer patients,[25,46,47] which suggests 
that a failure to address needs is associated with poorer psychosocial outcomes. 
It is strongly recommended that additional studies examining the association 
between unmet needs and psychosocial outcomes are conducted as a matter of 
urgency as unmet needs present an avenue for intervention to improve 
psychosocial outcomes if indeed such an association exists. 
While sexuality needs did not emerge as core issues for the Arab cancer patient, 
it is noted that they were significantly associated with reduced QoL and higher 
levels of anxiety and depression. It is noteworthy that Bell et al.[41] found that 
such items may be systematically missed in research questionnaires; however, 
the link to psychological outcomes suggests that they may be an underreported, 
yet important aspect of the cancer experience. Levesque et al.[25] found that 
Asian breast cancer patients are similarly unlikely to rank sexual needs as a high 
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priority; however, they concluded that communication between patients and 
providers, coupled with cultural beliefs and norms surrounding sex, may 
exacerbate concerns in this domain. It is therefore recommended that training 
for health care professionals on the importance of sexual relationships and ways 
to raise them in a culturally sensitive manner may help to address this 
potentially hidden need. 
The needs of Arab family members were explored by two Jordanian studies, 
which highlighted the cultural commitment to caregiving, which places high 
expectations for fulfilling the caregiving role, and unmet needs pertaining to 
information and support in addressing the physical and emotional needs of the 
patient, other family members, and dealing with the financial impact of 
cancer.[31,42] Moreover, Al-Jauissy highlighted the physical and emotional impact 
of caring on caregivers, suggesting the need to consider the education and 
support needs of caregivers in care plans for cancer patients and arrange 
appropriate support services.[31] 
Future Directions and Limitations 
This review is limited due to the design and methodological quality of the 
included studies. Specifically, there are no longitudinal studies to explore 
change in needs overtime, the sample sizes were generally low, suggesting that 
the studies may have been underpowered, and one of the qualitative studies[43] 
reported minimal information pertaining to their data collection and data 
analysis. All studies were conducted in a single country, often at a single site, 
which might limit the generalization of findings. In addition, a variety of 
measures, with emerging psychometric properties, were used to assess unmet 
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needs, including some scales developed specifically for the study, without 
adequate reporting of scale development or consideration of psychometric 
properties and validation. It is therefore recommended that future studies use 
measures that have been well validated, if not in Arabic, at least in the language 
they were developed in, having them rigorously translated and pilot tested prior 
to use. The use of widely-used research tools will also allow inter-study and 
cross-cultural comparisons to be made so that we may identify needs that are 
particularly pertinent to the experience of Arabic cancer patients and their 
caregivers. 
The finding that information needs appear to be a core concern of Arabic cancer 
patients and their carers is not surprising. However, to date, we have very little 
knowledge of what information they are routinely provided with and how they 
gather and utilize information through their own independent means, although 
Shaw et al. (2015)[39] reported many immigrant cancer patients relied on 
informal sources such as the internet, social networks, and contacting family 
members in their country of birth to supplement information provided by 
health professionals. 
Specific studies investigating the information needs of Arabic people affected by 
cancer and their independent information-seeking behaviors are encouraged. 
As mentioned previously, this review was unable to fully examine the 
relationship between unmet needs and psychosocial outcomes such as anxiety, 
depression, and QoL for Arab cancer patients or their family caregivers. This is a 
significant limitation as the broader literature has revealed that unmet needs do 
negatively impact on psychosocial outcomes. It is therefore important that we 
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understand how unmet needs influence both the physical and psychosocial 
outcomes of Arab cancer patients and caregivers so that relevant and effective 
interventions can be developed and delivered to address these modifiable 
variables. 
To date, there have been no intervention studies designed to specifically 
address the needs of Arabic cancer patients and their family caregivers, and this 
is therefore recommended to determine whether addressing unmet needs can 
improve the outcomes of anxiety, depression and QoL. As a starting point, 
greater effort is required to meet the information and psychosocial needs of 
Arab people affected by cancer, through information provision, communication 
with health care professionals, and referral to suitable, culturally acceptable 
support services. 
Conclusion 
This integrative literature review sought to explore the unmet supportive care 
needs of Arab people affected by cancer. The supportive care needs of Arab 
people with cancer cover the known domains of unmet needs, with a particular 
emphasis on physical, health system, information, and psychological needs. 
Unmet needs appear to be related to anxiety and depression and poorer QoL 
suggesting that addressing unmet needs may be a way to improve psychological 
outcomes for Arab cancer patients. Future research with strong methodological 
designs involving longitudinal cross-cultural comparisons would greatly 
enhance our understanding of this group. 
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Table 1: Study characteristics 
Author 
(year) 
Country Design  Sample Needs 
measure  
Other 
variables & 
measures 
Findings  
Butow et 
al 
(2013)[9] 
Australia  Cross 
sectional 
study  
N=596 participants : 277 
immigrants ( 57 Arabic 
participants) and 319 Anglo- 
Australian 
 
All Eligibility : diagnosed in the 
past 1-6 years, aged between 18-
80 at time of dx, had treating 
doctor assigned to registry entry, 
not previously approached for 
registry research 
Immigrant eligibility: born in a 
country where Arabic, Chinese or 
Greek is spoken, family name 
indicative of this cultural 
background, language spoken 
confirmed. 
SCNS - 7 items 
for physical 
needs, 3 items 
for sexual needs. 
 
14 items for 
cancer 
information and 
support needs 
 
CASUN - 4 items 
regarding the 
future 
 
Demographics and 
clinical variables 
 
HADS - anxiety and 
depression 
 
QoL: FACT-G 
A greater proportion of the 
immigrant sample reported 
unmet needs compared to Anglo 
Australians. 
Arabic immigrants reported the 
most severe physical unmet 
needs (OR 2.2; 95%CI 1.3, 3.5)  
Negative correlations between 
unmet needs and QoL were 
strongest for the Arabic group. 
 
Positive correlations between 
unmet needs and depression 
and anxiety level. 
 
unmet needs are related to 
worse QoL 
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Author 
(year) 
Country Design  Sample Needs 
measure  
Other 
variables & 
measures 
Findings  
Butow et 
al. 
(2011)[10] 
Australia Qualitative 
study  
N = 91, with 20 Arabic 
patients/carers 
Eligibility criteria: diagnosed 
with cancer in the past 3 years, or 
carer for such a person, born in a 
country speaking Arabic, Chinese 
or Greek. 
focus groups or 
semi-structured 
interviews 
Demographics and 
disease variables, 
Acculturation 
Scale 
The participants’ needs focused 
on three main themes: 
1. Cultural isolation, 
alienation and 
identification:  
(a) Cultural difference from 
the treating doctor 
(b) Being treated 
differently because of 
ethnicity 
2. Language and 
communication difficulties  
(a) Understanding written 
and verbal 
communication 
(b) Initiating 
communication with 
the health team 
(c) Difficulty navigating the 
health care system 
3. Interpreter issues 
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Bell, Butow 
& Goldstein 
(2013)[41] 
Australia  Cross 
sectional 
surveys from 
2 studies 
Arabic sample : 55 from 
registry study and 137 from 
hospital study 
FACT-G sex 
item 
3 items from 
SCNS 
 In the registry study 26% of Arabic 
participants’ did not complete the FACT-
G item, and 18 % the SCNS sex items. 
This is the lowest % of all cultural 
groups for FACT-G and second lowest 
for SCNS (i.e. the % of Greek and 
Chinese participants’ skipping those 
items was higher). 
Al-Jauissy  
(2010)[31] 
Jordan                      descriptive 
exploratory 
study 
N = 82 (64 female) 
Eligibility criteria: Jordanian 
nationality, identified by the 
patient as person most 
involved in or affected by 
patient's situation, 
cohabitating with patient, 
able to communicate in 
Arabic and provide written 
consent. 
Caregiver's 
need scale 
and 
structured 
interview. 
 
Developed in 
English and 
translated 
into Arabic  
Demographics, 
Caregivers 
chronic medical 
conditions 
Caregivers reported experiencing 
negative impacts of caregiving such as 
fatigue (78%), sleep disturbance 
(64.6%), anxiety (60.7%), financial 
constraints (58.5%) and mood 
disturbance (43.9%). 
 
68% of the identified needs were 
considered very important. The highest 
ranked needs included being told about 
symptoms (97.6%), need for home 
care/public nurse (95%), need to be 
kept informed about patient's condition 
((4.7%), help with the patients' 
emotional needs (87.8%) and help with 
additional expenses (85.4%).  
 
52 needs were identified as unmet 
(76.4%) covering all domains (see pages 
1093 and 1094 for top 3 unmet needs in 
each domain. 
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Arabiat & 
Al Tamimi  
(2013)[42] 
Jordan  Descriptive 
survey 
N = 98 (79 mothers, 19 
fathers) 
 
Eligibility criteria: parents of 
child diagnosed with any 
type of cancer, child 
currently receiving 
treatment, able to 
understand Arabic 
 
Family 
Inventory of 
Needs - 
Pediatric - II 
(FIN-PED II) 
 
Structured 
interview  
Demographic 
data 
Most needs were ranked as important, 
with the highest ranked needs relating 
to the child's treatment, and lowest 
ranked needs related to information 
needs of siblings. 
 
78% of needs were rated as met, 
especially those relating to patient care 
and information. The need for 
information regarding outcome, what 
and how to inform siblings and handling 
feelings of children were the most 
commonly cited unmet need.  
Overall 78% of the sample had their 
needs met, suggesting that about 1 in 5 
parents still had some level of unmet 
need. It is suggested that unmet needs 
may be higher closer to diagnosis.  
Information needs remain high, 
suggesting strategies to enhance 
communication between parents and 
health care providers are required. 
Nagia et al. 
(1993)[43] 
USA & 
Egypt 
Qualitative 
cross-cultural 
comparison 
127 participants ( 66 
Egyptian and 61 American 
participants) 
 structured 
interview  
 Egyptian patient needs were classified 
into 3 themes: Need for information, 
need to get relief from physical 
symptoms, and need to get relief from 
dependency. The information and 
symptoms need were common across 
cultures.  
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3.4 Summary  
This chapter commenced by providing an overview of the origins and evolution 
of unmet needs. It then presented the findings from an integrative review of the 
unmet supportive care needs of Arab cancer survivors and their family 
caregivers. Language, communication, information, and the need to get relief 
from dependency were the most frequently reported unmet needs among Arab 
cancer patients. For immigrant Arab patients, physical unmet needs were higher 
than other migrant groups and native Anglo-Australians. Arab caregivers’ 
unmet needs included concerns about providing suitable care for their family 
member, sharing their experience with other caregivers, obtaining information, 
and, in the case of paediatric cancers, dealing with siblings’ emotional reactions. 
The review identified further studies are needed to enhance our understanding 
of these needs and to inform service planning. 
The following chapter will provide the rationale for the study design, study 
aims, and a detailed description of all major study elements. 
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CHAPTER FOUR 
Methods 
4.1 Introduction 
This chapter provides a detailed description of the research methods used in the 
SNAP Study. The chapter will present the research questions, research design 
and rationale, study setting, participants, recruitment, and sample size. This is 
followed by a discussion of the specific patient reported outcome measures 
used to assess the levels of English language usage, unmet supportive care 
needs, quality of life, the social support and the information sources. Finally, the 
chapter will present the data collection process, data management, data analysis 
and ethical considerations. 
The overarching aim of this mixed methods study was to explore the unmet 
supportive care needs of Arab cancer patients and their caregivers. The study 
was conducted between March 2016 and January 2017 in Sydney, Australia and 
Amman, Jordan. It was guided by the following questions: 
1 What are the unmet supportive care needs of Arab cancer survivors?  
2. Are there differences in unmet supportive care needs between Arab 
Australian and Arab Jordanian cancer survivors? 
3. What is the association between sociodemographic, clinical and psychosocial 
factors and Arab cancer survivors’ unmet supportive care needs? 
4. What is the impact of cultural and religious beliefs on Arab cancer survivors’ 
experiences? 
5. What are Arab cancer survivors’ preferred sources of cancer information? 
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A pragmatic theoretical framework was selected to underpin this study. 
Pragmatism is an alternative worldview which seeks to close the divide 
between quantitative and qualitative approaches by suggesting that the most 
important question is whether the research has helped ‘‘to find out what [the 
researcher] want[s] to know’’ (Hanson, 2008, p. 109). Pragmatism does not 
focus on a specific method or methods mix and does not exclude other 
approaches to answering the research question. Rather, this framework 
requires researchers to select the most appropriate methods that provide the 
best chance for answering the research question(s) (Trahan & Stewart, 2013). 
If phenomena are complex and have different layers and gaps, using a mixed 
methods approach can fill the research gaps by using quantitative methods to 
measure some aspects of the phenomenon by survey and qualitative methods 
(interviews) for others aspects (Feilzer, 2010). Using both methodologies in one 
study can increases the complementary strengths and non-overlapping 
weaknesses of both qualitative and quantitative designs. The combination of 
two methods can also improve the generalisability of the study findings (Greene 
& Caracelli, 2003). Qualitative data can provide a clear meaning of the numerical 
data in the quantitative study. On the other hand, the quantitative results can 
improve the accuracy of the qualitative findings (Hanson, Creswell, Clark, 
Petska, & Creswell, 2005). In this study, the research methods were selected to 
complement each other in order to provide a better understanding of Arab 
cancer survivors’ and their family caregivers’ unmet supportive care needs.  
4.2 Research design 
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To address the research questions, a cross-national comparative embedded 
mixed method design was chosen. The qualitative data set provided support for 
the quantitative data set (hence embedded or nested mixed methods), and this 
study was undertaken in both Jordan and Australia (hence the comparative 
nature of the study). An embedded design is one in which one data set provides 
a supportive, secondary role in a study. It collects and analyses both qualitative 
and quantitative data with the intent of explaining the mechanisms that relate 
predictor and outcome variables (Creswell & Plano-Clark, 2011; Greene, 2007). 
This design can also be used to answer different research questions within the 
study and is often logistically more manageable because one method requires 
less data than the other method (Creswell & Plano-Clark, 2011). 
Previous studies undertaken in Arab populations have found a common 
difficulty in the reluctance of Arab people to participate in interviews, 
particularly face-to-face (Girgis, personal communication, July 30, 2016). This is 
related to the nature of the Arab community and culturally-embedded beliefs 
about cancer (Alagraa, Abujaber, Chandra, & Doughty, 2015) including stigma, 
shame (Saleh et al., 2012), and fear that others in the community will become 
aware of the diagnosis (Baron-Epel et al., 2004). Healthcare providers who are 
in direct contact with Arab people affected by cancer suggest that data 
collection using a survey is more acceptable than face-to-face interviews (Girgis, 
personal communication, July 30, 2016) hence, the use of a survey and the 
weighting (emphasis) on the quantitative approach in this study.  
Despite the potential recruitment challenges, it was felt there was value in 
pursuing the collection of qualitative data from the target population. 
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Specifically, including a qualitative aspect to the design would enable the 
collection of rich and detailed data (Carr, 1994), and allow the discovery of 
meaning of experiences from the participant's perspective (Denscombe, 2014) 
without the imposition of operational definitions set predominantly by Western 
academics of core concepts that may contradict people’s beliefs and experiences 
(Silverman, 2015). In this project the qualitative data enabled an in-depth 
examination of crucial elements of the unmet supportive care needs of Arab 
people affected by cancer, the potential barriers to accessing support to address 
these needs and exploration of preferences for supportive care service delivery. 
This type of information was unlikely to be adequately collected through 
surveys alone. The study design is presented in Figure 4.1. 
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Figure 4.1. Overview of Study Design  
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4.3 Study Setting 
Australia 
South Western Sydney Local Health District (SWSLHD) covers a large 
geographical area which includes seven local government areas ranging from 
densely populated cities to rural townships. It is the largest and fastest growing 
health district in NSW, and one of the most culturally and linguistically diverse 
regions in Australia, with over half the District speaking a language other than 
English at home (Australian Bureau of Statistics, 2016b). While Arabic is the 
third most common language spoken in Australia (Australian Bureau of 
Statistics, 2016a), it is the second most common language (after English) spoken 
in SWSLHD (Australian Bureau of Statistics, 2016b). Around 40 % of Arab 
people in NSW live in South Western Sydney (Merry & Robinson, 2014). 
Cancer services for SWSLHD are predominantly based at Liverpool and 
Bankstown - Lidcombe Hospitals. Liverpool Hospital is an 877 bed principal 
referral and teaching hospital with world-class cancer support services 
including the only MRI-Linac for cancer treatment in Australia. Liverpool 
Hospital’s inpatient capacity includes a dedicated 26-bed haematology ward, 
with additional flexible capacity, a 10-bed medical oncology/radiation oncology 
ward and a 20-bed palliative care ward. It includes outpatient clinics and 
consulting rooms, a 21-chair chemotherapy unit, and four bed assessment unit. 
The Bankstown Cancer Therapy Centre (BCTC) operates during business hours 
only and includes outpatient clinics and consulting rooms for medical oncology, 
radiation oncology, palliative care, haematology and allied health, as well as 
inpatient services for medical oncology. The chemotherapy suite has 10 
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chemotherapy chairs and two assessment rooms however no chemotherapy is 
currently available at this site for patients with haematological malignancy. 
Jordan 
The King Hussein Cancer Center (KHCC) is the only specialised, comprehensive 
cancer centre in the Middle East which treats both adult and paediatric patients. 
Over 3500 new cancer patients are treated each year from Jordan, with KHCC 
also a referral centre for other Arab countries (King Hussein Cancer Foundation, 
2018). KHCC has eight operating rooms and 170 beds. The hospital has 18 
intensive care beds, six of which are paediatric. The centre employs a large 
number of qualified and trained staff, including over 200 oncologists and 
consultants and 617 oncology nurses (The King Hussein Cancer Center, 2018)  
KHCC is unique in that it is the only centre in the Middle East and the sixth in the 
world to be granted accreditation from the Joint Commission International (JCI) 
for its oncology program. It is also the only cancer centre in Jordan to be 
credentialed by the American Nurses Credentialing Centre (ANCC)(The King 
Hussein Cancer Center, 2018). Like Australia, cancer treatment in this centre is 
free for Jordanians and primarily on an outpatient basis. 
4.4 Participants  
Three participant groups were invited to participate in the SNAP Study. First, 
Arab cancer survivors who met the following eligibility criteria: a) diagnosed 
with any type and stage of cancer; b) up to 5 years post-diagnosis; c) aged 18 
years or older and d) able to read and speak English or Arabic  
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The second group of participants was Arab family caregivers who met the 
following eligibility criteria: a) related to a person diagnosed with cancer within 
the past 5 years; b) aged over 18 years and c) able to read and speak English or 
Arabic. Bereaved family members were considered eligible for inclusion if they 
met the previous criteria and were six months post-bereavement.  
The third group of participants was those healthcare professionals involved in 
the care of Arab survivors with cancer. This included nursing staff, cancer care 
coordinators, medical specialists/oncologists, bilingual health workers, 
psychologists and social workers. 
A detailed description of the sample is provided in Papers 2 and 3. 
4.5 Recruitment 
4.5.1 Cancer Survivors and Caregivers  
SWSLHD (Australia)  
Recruitment was undertaken through the Liverpool Cancer Therapy Centre and 
the Bankstown Cancer Centre. Prior to commencing the study, a brief 
presentation was provided to staff during a regular multidisciplinary research 
meeting to inform them about the study aims, provide an opportunity to ask 
questions and to seek their input on the best approach for recruitment. Based 
on their suggestions the following strategies were used in each treatment 
setting: 
(i) Nursing staff, oncologists and cancer care coordinators provided an 
information pack to cancer survivors who met the eligibility criteria. If 
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interested in participating in the study, potential participants’ contact details 
(name, appointment date and time) were given to the doctoral candidate.  
Potential participants were then approached by the doctoral candidate (IA) at 
the conclusion of their appointment. The doctoral candidate checked to make 
sure the potential participant was still interested in participating in the study. If 
they were, they were asked if they would be agreeable to either meeting with 
the doctoral candidate at their following appointment, or if they could be 
contacted by telephone the following week to discuss their participation and 
provide further information/answer any questions. If telephone contact was 
preferred, the researcher requested the participant's phone number and 
arranged a convenient time to call to further discuss the study and possible 
participation.  
(ii) Study posters (Appendix E) and brochures (Appendix F) in Arabic and 
English were placed in the waiting areas of the Cancer Centres and Cancer 
Services Clinics.  
Community Organisation (Australia)  
The leaders of two non-profit Arabic community and religious organisations 
were approached to assist with promoting the study. The doctoral candidate 
formally presented the study aim, eligibility criteria, consent process and the 
possible benefits of this study to leaders and community members at these 
organisations. Study posters and brochures were placed within the community 
centres. The presentation was conducted once at each centre and most people 
who attended the presentation were from the local Arab community who 
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normally visited these centres to seek help with information or support with 
government services. 
The leaders of the community organisations made initial contact with potential 
participants to explain the project and obtained permission from interested 
individuals to provide their phone number to the doctoral candidate so a follow 
up phone conversation could provide further details. Participants who agreed to 
be interviewed were asked to pass on the study details to friends and family 
members who they felt might also be interested in participating. 
King Hussein Cancer Centre (Jordan) 
Jordanian cancer patients and their family caregivers were recruited from the 
outpatient clinics at the King Hussein Cancer Center. The doctoral candidate 
approached potential participants, provided them with an information pack, 
and asked if they would be agreeable to either meeting at their following 
appointment, or being contacted by telephone the following week. Study posters 
and brochures also were placed in waiting areas and staff were asked to provide 
brochures to potential participants. 
4.5.2 Focus Group Participants’ (both countries) 
Nurses and allied health staff (Social Workers, Bilingual Health Workers, 
Psychologists) involved in caring for Arab people affected by cancer were 
invited to participate in a focus group. In Australia, staff were invited to 
participate by email (Appendix G) and by placing study posters (Appendix H) in 
appropriate locations (e.g. staff room). 
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Based on advice from the KHCC ethics director, nurses and allied health staff in 
Jordan were directly approached and invited in person by the doctoral 
candidate to participate in the study. This was to enable face-to-face 
communication. Staff were provided with information packs which included the 
doctoral candidate’s contact details. They also were provided with the time and 
place of the focus group and were asked to confirm their attendance by 
contacting the doctoral candidate. 
4.6 Calculation of Sample Size 
Using G*Power statistical software (Faul, Erdfelder, Buchner, & Lang, 2009), and 
based on seven predictor variables (age; education; language usage; severity of 
cancer; receiving cancer treatment; social support and depression), a medium 
effect size (f2=0.15), alpha level 0.05 and power 0.8, 103 participants were 
needed to test the outcome variable of unmet supportive care needs. Allowing 
for 20% incomplete or missing data, a total sample of 124 participants (62 from 
Jordan and 62 from Australia) were required.  
4.7 Quantitative Data Collection 
In addition to sociodemographic and clinical data, quantitative data were 
collected through both disease-specific (SCNS-SF34) and generic patient-
reported outcome measures (PROMs) to obtain the unique perspectives of 
participants and their subjective views about treatment received and their 
perceptions about their health status (Nelson et al., 2015; Weldring & Smith, 
2013). Of the six PROMs used in this study, three had previously been validated 
in Arabic-speaking populations. A question asking participants if they would be 
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willing to participate in an interview to share their experiences about living 
with cancer was included at the end of the questionnaire. 
4.7.1 Sociodemographic and Clinical Variables 
Sociodemographic data included age, gender, marital status, residence (urban or 
rural), education, religion and employment status. Data for English language 
usage, need for an interpreter at appointments and length of residence in 
Australia were collected for Arab Australian participants. Clinical data included 
degree of spread at cancer diagnosis, cancer type, and treatment. A single item 
question with a four-point response format (1 = very good, 4 = poor) was used to 
measure participant’s understanding of the healthcare system (Appendix I). 
4.7.2 English Language Acculturation Scale (ELUS-11) 
English language usage, a proxy for language proficiency, was measured using 
the English Language Usage Scale (ELUS-11) (Appendix I). The ELUS is an 11-
item, five-point Likert response format tool that measures four dimensions of 
language use—speaking, listening, writing, and reading. The ELUS-11 is an 
extension of the 5-item English Language Acculturation Scale (ELAS), originally 
developed to measure language preference and usage related to reading and 
speaking. Examples of items include “In general, what language(s) do you 
speak?” and “In general, which language(s) do you read?” The ELAS-5 has been 
shown to have high internal consistency with Cronbach alphas ranging from .89 
to 0·94 (Salamonson, Attwood, Everett, Weaver, & Glew, 2013; Salamonson, 
Everett, Koch, Andrew, & Davidson, 2008). Concurrent validity, determined by 
Pearson Correlation coefficients between the ELAS and years of residence in 
Australia was .5 (p < .001) (Salamonson et al., 2008). 
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The 11-item scale was selected to capture two additional dimensions of English 
language preference and usage not measured in the ELAS-5—listening and 
writing. These dimensions of language usage, particularly listening, are 
considered vital in patient and healthcare provider communication and thus 
gaining insights into these additional dimensions was considered important in 
informing cancer care in groups who do not speak the dominant language. 
Examples of these items include “What language(s) do you usually listen to 
news broadcasts (e.g. on TV, radio, internet?” and “In which language are you 
able to write quickly without errors”. The 11-item scale has been shown to have 
high internal consistency (Cronbach's alpha = .96) (Salamonson, Glew, & 
Everett, 2014). 
The five response formats used for each question in this study were: (a) Only 
Arabic; (b) More Arabic than English; (c) Both Arabic and English equally; (d) 
More English than Arabic; and (e) Only English. Scores range from 11 (speak 
only Arabic) to 55 (speak only English). The ELUS-11 has not previously been 
used in an Arabic-speaking population however in the current study, the 
Cronbach's alpha for the total scale was .99 demonstrating excellent reliability. 
4.7.3 Supportive Care Needs Survey (SCNS-SF34) 
Supportive care needs were measured using the Supportive Care Needs Survey-
Short Form 34 (SCNS-SF34) (Appendix I). The SCNS-SF34 was developed in 
Australia to measure cancer patients' perceived needs across a range of 
domains including psychological, health system and information, physical and 
daily living, patient care and support, and sexuality needs (Boyes et al., 2009; 
McElduff, Boyes, Zucca, & Girgis, 2004) A five-point Likert scale is used: 1=not 
 Chapter Four – Methods  70 
applicable, 2=satisfied, 3=low need, 4=moderate need and 5=high need. Internal 
consistency is high with Cronbach's alpha coefficients across the five domains 
ranging from .70 to .91 (Cheng, Wong, & Koh, 2015). The SCNS-SF34 has been 
translated and validated in Arabic (McElduff et al., 2004). In the current study 
the Cronbach's alpha for the total scale was .96 with the five domains ranging 
from .77 to .93. 
Unmet need items were scored according to the SCNS manual (McElduff et al., 
2004). Total scores for the domains of physical and daily living (5 items), 
sexuality (3 items), health system and information (11 items), psychological (10 
items) and patient care and support (5 items) were standardized to scores out 
of 100 with a higher score reflecting a higher level of need. 
4.7.4 Functional Assessment of Chronic Illness Therapy - 
Spiritual Well-Being (FACIT-Sp Version 4) 
Quality of life was measured using the Functional Assessment of Chronic Illness 
Therapy—Spiritual Well-Being (FACIT-Sp Version 4) (Appendix I) This measure 
contains the four core quality of life domains (Physical Well-Being, 
Social/Family Well-Being, Emotional Well-Being, and Functional Well-Being) 
from the Functional Assessment of Cancer Therapy–General (FACT-G) 
questionnaire (Webster, Cella, & Yost, 2003), in addition to a 12-item spiritual 
well-being scale (Peterman, Fitchett, Brady, Hernandez, & Cella, 2002). 
The FACT-G (Functional Assessment of Chronic Illness Therapy-General) has 
been shown to have greater social well-being coverage than most other 
commonly used instruments and is written at a reading level for 9-10 year olds 
(Webster et al., 2003). It has been validated for use in patients with any form of 
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cancer and has good reliability (Cronbach’s alpha = 0.69 - 0.85) (Cella et al., 
1993; Yu et al., 2000). The FACT-G takes 5-10 minutes to complete. 
The FACIT-Sp (Functional Assessment of Chronic Illness Therapy-Spiritual) was 
developed to provide an inclusive measure of spirituality for use in research 
with people with chronic and/or life-threatening illnesses (Peterman et al., 
2002). Originally reported as a two-factor model (meaning/peace and faith) 
(Peterman et al., 2002), more recent studies using confirmatory and common 
factor analysis support a three-factor structure that splits meaning and peace 
into separate factors (Bai & Lazenby, 2015). The scale has good reliability 
(Cronbach's alpha = 0.81-0.88) (Bredle, Salsman, Debb, Arnold, & Cella, 2011; 
Peterman et al., 2002) and is available in Arabic. Permission to use the tool was 
granted (Appendix J). In the current study, the Cronbach's alpha for the total 
scale was .89. 
4.7.5 Duke Social Support Index (DSSI) 
The Duke Social Support Index (Koenig et al., 1993) is an 11-item instrument 
which measures a person's level of perceived social support. It has two sub-
scales—a 4-item social interaction sub-scale which measures respondents’ 
access to social support and a 7-item satisfaction sub-scale which measures 
satisfaction with social support. A single item measures how many persons 
apart from family members the respondent feels close to or can depend on. 
Examples of items include “How many times during the past week did you 
spend time with someone who does not live with you, that is, you went to see 
them or they came to visit you or you went out together?” and “Does it seem 
that your family and friends (people who are important 
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to you) understand you?”. Total scores range from 11–33, with higher scores 
indicating higher perceived social support. In Australian studies the internal 
consistency for the total scale has been reported to range from .67 (Sharpley, 
Wark, Hussain, McEvoy, & Attia, 2015) to .77 (Powers, Goodger, & Byles, 2004). 
In a study of colorectal cancer patients in Saudi Arabia, the Cronbach’s alpha for 
the Arabic version of the total scale was .89 (Al Ahwal et al., 2015). In the 
current study, the Cronbach's alpha for the total scale was .85. 
4.7.6 Informational Support  
Informational support was measured using a 13-item unpublished tool 
developed by colleagues of one the supervisory team to assess the sources of 
information patients may consult to find information about cancer or treatment. 
From a list of information sources (e.g. telephone information services, support 
or religious groups, General Practitioner) participants indicated whether they 
had obtained information from that source since their cancer diagnosis. Each of 
the 13-items has a ‘yes = 1’, ‘no = 2’ or ‘don’t know = 3’ response format. 
This tool was translated from English to Arabic by an accredited translator 
(further details follow in Section 4.8). To avoid ambiguity from cultural 
differences, Item 9 was slightly modified by including additional information 
between brackets in the Arabic version to provide clarification (i.e. “family 
doctor” was added between brackets after “General Practitioner”). In the 
current study, scores were reported only for those participants who reported 
using information sources, with higher scores indicating greater variation in 
information seeking behaviors. In the current study the Cronbach's alpha for the 
total scale was .79. 
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4.7.7 Patient Health Questionnaire (PHQ-2) 
The Patient Health Questionnaire-2 (PHQ-2) is a two-item self-report tool used 
in screening for mood disorder and for detecting possible cases of depression. 
The tool assesses the degree to which an individual has experienced depressed 
mood and anhedonia over the past two weeks. The two items are: “little interest 
or pleasure in doing things” and “feeling down, depressed or hopeless”. The tool 
has high clinician acceptability as a method to detect depression and related 
mood disorders (Mitchell, Kaar, Coggan, & Herdman, 2008). A four-point Likert 
scale format is used with scores ranging from 0 (not at all) to 3 (nearly every 
day). A cut-off aggregate score of 2 has been found to have high sensitivity in 
detecting major (92.7%) and any (80.4%) depressive disorder, with specificity 
of 73.7% and 80.4% respectively (Kroenke, Spitzer, & Williams, 2003). In Arabic 
populations good reliability (Cronbach’s alpha = .88) has been reported (Al-
Qadhi, ur Rahman, Ferwana, & Abdulmajeed, 2014). In the current study the 
Cronbach's alpha for the total scale was .87. 
Although the Distress Thermometer (DT) is a widely-used self-report measure 
that screens for emotional distress in cancer survivors (Cohen et al., 2012; 
Donovan, Grassi, McGinty, & Jacobsen, 2014; Linehan, Fennell, Hughes, & 
Wilson, 2017) limitations have been noted in the Arabic translated 
version(Cohen et al., 2012). In a study by Cohen et al. (2012) the authors 
reported difficulty achieving consensus as to the agreed translation of the word 
‘distress’ and, in order to obtain functional and meaning equivalence, had to 
split the notion of distress into two items – stress and depressed mood. They 
also reported lower sensitivity and specificity and cut-off scores than other 
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validation studies, suggesting the Arabic version of the DT may have had lower 
diagnostic accuracy. Hence, a decision was made not to use the distress 
thermometer in this study. 
4.8 Survey Translation 
Forward–backward translation of the SCNS-SF34, DSSI and Informational 
Support tools used in the SNAP Study was based on the process by Sousa and 
Rojjanasrirat (Sousa & Rojjanasrirat, 2011). Forward translation was made 
from the source original language (English) to the target language (Arabic). This 
translation was conducted by a certified professional translator whose mother 
tongue was Arabic and who was competent in both written and spoken English-
language skills. To ensure the semantic validation of the tools, the Arabic 
translation was checked by the doctoral candidate who is culturally competent 
in both Arabic and English languages. The purpose of this checking step was to 
capture any error in the translation and to make sure that the translator 
avoided literal translation in order to ensure equivalence of meaning in Arabic. 
Discrepancies were discussed with the professional translator until consensus 
was reached. Following discussion with the translator, further discussion 
between the doctoral candidate and his supervisory team was undertaken to 
resolve any ambiguities and discrepancies. However, there were only minor 
discrepancies, for example the word ‘depression’ is not culturally acceptable in 
Arab culture and this word was amended to ‘sadness’ which is acceptable. 
The Arabic language version was then translated back into the English language 
by an independent certified professional translator (that is, different to the 
translator used for the forward translation). For this step, the translator did a 
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completely blind translation to the original version (English) of the instrument 
(he had not seen the original version of the instrument). The instructions, items 
and response format of the two translations (Arabic and English) were then 
compared by the doctoral candidate (bilingual and bicultural) and supervisory 
team members (who are researchers and health care professionals). Any 
ambiguities and discrepancies regarding cultural meaning and dialects in words 
and sentences of the instructions, the items, and the responses were discussed 
until discrepancies were resolved.  
The final Arabic version was pilot tested to evaluate the clarity of the Arabic 
version instructions, response format and items. Five people (four from the 
Arab Australian community and one Jordanian research nurse) were asked to 
complete the study survey in Arabic and to report any unclear items, response 
format or instructions. This step was used to further support the semantic 
equivalency of the translated Arabic version and to further improve the 
structure of sentences so the tools could be easily understood by the 
participants. 
4.9 Quantitative Data Analysis 
Quantitative data were entered into the Statistical Package for the Social 
Sciences Version 22.0 (SPSS®) and data screened for accuracy prior to analysis. 
Univariate descriptive statistics were used to examine the sample 
characteristics. Nominal data were summarised in terms of frequencies and 
percentages, whilst continuous data were summarised in terms of mean, 
median, standard deviation (SD) and range. 
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Comparison of Australian and Jordanian participants was analysed using the 
Pearson Chi-square to test differences in categorical variables. Differences 
between unmet supportive care needs and other study variables were examined 
using independent samples t-test and multivariate analysis of variance 
(MANOVA). All variables were checked for normality using the Kolmogorov-
Smirnov test and where continuous variables were non-normally distributed, 
the Mann-Whitney U test was used. Relationships between continuous variables 
were examined using Pearson product-moment correlation and multiple 
regression was used to examine the relationship between Supportive Care 
Needs and predictor variables. A value of p < .05 was considered to be 
statistically significant. 
4.10 Potential Sources of Bias  
Self-report questionnaires were used to gather data from participants. Self-
report measures are popular for a number of reasons including cost 
effectiveness and ease-of-use with large samples. However, self-report 
measures are subject to a number of biases including recall bias which describes 
the systematic deviation of a remembered and actual event (Lindberg, Netter, 
Koller, Steinger, & Klinkhammer-Schalke, 2017) and social desirability bias, 
which is the tendency for respondents to present themselves in a favourable 
light (Van de Mortel, 2008). While portraying a favourable impression is a 
concern in many cultures (Whiteoak, Crawford, & Mapstone, 2006), this may 
play a more significant role in studies with Arab participants because their 
culture is one of conforming to societal norms and expectations, sometimes 
referred to as a “culture of face” (Whiteoak et al., 2006, p. 85). Thus, if the 
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information they report about themselves is positive to avoid criticism and to 
gain social approval, there is a high risk for social desirability response bias 
leading to reduced data quality (Stodel, 2015).  
To minimise the potential for recall bias, if survey instruments required 
participants to recall situations or feelings this was limited to the previous week 
(e.g. social support, quality of life), or at most, two weeks (e.g. depression scale). 
Minimising the risk of social desirability bias is more challenging however, 
Podsakoff, MacKenzie and Podsakoff (2012) suggest that respondents may be 
more likely to expend effort to provide optimal answers if they don’t feel 
compelled to participate in a survey, or if they believe that their responses may 
help others. Designing surveys to ensure questions are simple and objective and 
responses are anonymous are also strategies for reducing social desirability 
bias (Kim, 2016). Hence, the survey responses were anonymous and 
participants were not coerced and were given time to consider whether they 
wished to participate in the study. 
4.11 Qualitative Data Collection 
4.11.1 Semi-structured Interviews 
Cancer survivors who completed the questionnaire and indicated interest in 
participating in an interview were contacted by the doctoral candidate who 
provided further explanation about the study. Participants were offered the 
choice of a telephone or face-to-face interview. Telephone interviews were 
selected as an option to enable participants who lived a distance from the study 
centre to participate and for those participants who preferred not to talk face-
to-face. Only three cancer survivors chose to be interviewed by telephone. 
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Family caregivers were recruited from the outpatient clinics and community 
organisations. Two recruitment strategies were used: 1) while the doctoral 
candidate was recruiting the cancer survivors to complete the study survey, 
interested family caregivers were provided with a study pack. Verbal consent 
was obtained at this time to contact interested caregivers by telephone to 
organise the interview time and place of the interview 2) the doctoral candidate 
attended the workshops at two Arabic community organisations and was 
introduced to potential participants by Arabic community organisation leaders. 
Verbal consent was obtained from interested caregivers to make contact by 
phone at a later time to further discuss the study and, if still interested, arrange 
the interview time and place.  
The semi-structured interview guides (Appendix K; Appendix L) were 
developed through a review of the literature and pilot tested on three Australian 
participants for cultural acceptability prior to use. The three interview 
transcripts were discussed by the doctoral candidate and the principal 
supervisor and the guide was subsequently adjusted in accordance with 
principal supervisor’s feedback and comments. The anticipated duration of the 
interviews was 45-60 minutes. The interviews were undertaken at a time and 
location convenient for the study participants and were completed in Arabic or 
English. All cancer survivors chose to be interviewed in Arabic and three of the 
Australian caregivers chose to be interviewed in English. Allowing participants 
to communicate in their preferred language was designed to enhance rapport 
and trust and aid in capturing a more detailed description of their experiences. 
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The interviews conducted in Arabic were audio recorded, transcribed and then 
translated from Arabic to English by an accredited translator. The three 
interviews undertaken in English were transcribed verbatim. A pseudonym was 
assigned to replace each participant’s authentic name during the transcription 
and data analysis phases. While the transcripts were not returned to 
participants for further comment, credibility was enhanced by the returned 
transcripts being checked by the doctoral candidate against audio recordings to 
ensure accuracy in translation. 
4.11.2 Focus groups 
Nurses and allied health staff (Social Workers, Bilingual Health Workers, 
Psychologists) involved in caring for Arab people affected by cancer were 
invited to participate in focus groups. Three focus group were conducted, two in 
Australia and one in Jordan. The Australian focus groups were held in staff 
meeting rooms at Liverpool and Bankstown Hospitals. The Jordanian focus 
group was held in a staff meeting room in King Hussein Cancer Center. The 
focus groups lasted from 30-47 minutes. All focus groups were conducted by the 
doctoral candidate in Arabic (Jordan) and English (Australia). The Jordanian 
focus group was transcribed and then translated from Arabic to English by an 
accredited translator. The Australian focus groups were transcribed by a 
professional transcription service. All participants were assured of anonymity 
through de-identification of study data during the transcription and data 
analysis phases and credibility was enhanced by transcripts being re-checked 
against the audio recordings by the doctoral candidate. The interview guide is 
presented in Appendix M. 
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4.12 Qualitative Analysis 
An inductive thematic analysis approach was used to analyse the data using 
Braun and Clarke’s (2006) steps. The qualitative data were reviewed and coded 
by the doctoral candidate and his four supervisors (multiple reviewers). The 
doctoral candidate and one supervisor coded the Australian data set and the 
doctoral candidate and another supervisor coded the Jordanian data set. The 
coding from both data sets were then independently checked by another two 
supervisors to ensure rigour of the analysis as part of the audit trail. Each 
reviewer independently read the transcripts at least once and familiarised 
themselves with the data, initial codes were generated with an accompanying 
coding sheet, themes were identified and reviewed, then defined and named for 
the writing up of the final analysis (Braun & Clarke, 2006). Inductive thematic 
analysis was used so themes were strongly linked and grounded in the data 
(Braun & Clarke, 2006). Findings were confirmed by all reviewers thus 
consensus was reached.  
4.12.1 Integration of the Qualitative and Quantitative Studies 
In mixed methods research integration can occur at three levels including the 
study design level, methods level and at the interpretation and reporting level. 
In the current study, integration occurred at the methods level by connecting the 
sampling frame (Fetters, Curry, & Creswell, 2013), with cancer survivors who 
completed the survey also participating in the interviews thus potentially 
enhancing the quantitative findings. In addition, the quantitative data collection 
informed the semi-structured interviews and staff focus groups, thus building 
(Fetters et al., 2013). During the interpretation and reporting, integration can 
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occur through narrative where the qualitative and quantitative findings are 
described in a single report. In the current study, a contiguous approach to 
integration was used where the qualitative and quantitative findings were 
reported in separate sections of one of the manuscripts from this thesis. 
Integration can also be achieved using a staged approach (Fetters et al., 2013) 
where papers are published separately but the subsequent papers briefly 
mention the original study paper. In this study, the paper that reported the 
primary outcome variable (unmet supportive care needs) was followed by two 
papers that referred to the original paper. 
4.13 Ethics Approval and Considerations 
Ethics clearance was obtained from the South Western Sydney Local Health 
District (HREC/15/LPOOL/459) (Appendix N), Western Sydney University 
(H11469) (Appendix O) and King Hussein Cancer Center (15 KHCC 93) Human 
Research Ethics Committees (Appendix P). 
4.13.1 Beneficence/Non-Maleficence 
Although there are always risks inherent in the interview process, there is an 
increasing body of empirical evidence that there is therapeutic value in telling 
one's story, with many participants reporting the interview as an opportunity to 
be listened to (Haahr, Norlyk, & Hall, 2013). This study was considered ethically 
acceptable as gaining a deeper understanding of the needs of Arab people 
affected by cancer had the potential to inform models of care to better support 
future cancer survivors and carers. Further, while it was not anticipated that 
health professionals would directly benefit from participation in this study, the 
potential to gain new knowledge that could inform the development of 
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resources to help health professionals better understand how to support Arab 
cancer patients and their carers justified the time burden involved. 
4.13.2 Risk for Discomfort or Distress 
Due to the sensitive nature of the topic, there was a risk that participants might 
become distressed when talking about their experiences (Dickson-Swift, James, 
& Liamputtong, 2008). Several strategies were put in place to minimise this risk:  
a) Participants were provided with a list of resources that they could access if 
they become upset or distressed (Appendix Q, Appendix R and Appendix S).  
b) Participants were informed prior to consenting that they did not have to 
answer all questions in the survey or interview, particularly if they felt 
discussing such issues might be distressing; 
c) Participants were informed they could stop the interview at any time; 
d) Interviews were conducted by the doctoral candidate who had experience as 
a registered nurse in working with people affected by cancer and was also 
aware of the cultural issues associated with a diagnosis of cancer in this 
group of people. Due to these professional skills, he was able to provide 
suitable support to participants and could use his professional judgement 
regarding pausing or terminating the interview. 
4.13.3 Justice 
All Arab people affected by cancer from the selected study settings were eligible 
to participate in this study. However, people who had been diagnosed with 
cancer for 5 years or more (i.e. long-term survival) were excluded as their 
supportive care needs are likely to differ (Armes et al., 2009; Foster, Wright, 
Hill, Hopkinson, & Roffe, 2009).Cancer survivors who had cognitive deficits 
which might impact on their ability to complete the survey or participate in an 
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interview were also excluded. However, their carer/family member was eligible 
to participate in the interviews thus ensuring fair access to the potential 
benefits of participating in this study. 
4.13.4 Respect 
The National Health and Medical research Council (NHMRC) National Statement 
on Ethical Conduct in Human Research (The National Health and Medical 
Research Council the Australian Research Council and the Australian Vice-
Chancellors’ Committee, 2007) requires researchers to demonstrate due regard 
for the “welfare, beliefs, perceptions, customs and cultural heritage, both 
individual and collective, of those involved in research” (p. 11).  
A number of procedures were implemented to ensure respect for all 
participants. As it is not acceptable to discuss issues related to sexuality with 
Arab people, this information was not raised during the interviews but rather 
was collected as part of the survey where participants were able to choose 
whether or not to answer these questions. The doctoral candidate was from the 
same cultural background as the participants and was aware of the challenges 
associated with undertaking research in this field. Arab community leaders and 
religious leaders reviewed the study procedures and materials and provided 
advice regarding recruitment strategies to ensure the study was sensitive to 
Arab cultural and religious beliefs.  
4.13.5 Informed and Voluntary Consent 
Participants received an explanation of the study objectives, study methods and 
how the results would be published. The information was clear and 
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understandable and available in Arabic and English-language versions. The 
Participant Information Sheets (Appendix T, Appendix U and Appendix V) 
informed participants that their participation in the study was voluntary, and 
that they could refuse to participate without this impacting on the healthcare 
they received. Participants were informed that they could withdraw from the 
study at any time without consequence. Participants completed the consent 
form prior to completing the survey. Consent was also required prior to 
participating in the study interviews (individual and focus group). For 
participants who chose a telephone interview, a signed participant consent form 
was required prior to the interview. A reply paid envelope was provided to 
cancer survivors to enable them to return the signed consent (Appendix W). 
4.13.6 Confidentiality and Privacy 
To maintain participants’ confidentiality all research data including audio files, 
transcripts, signed participant consents, and field notes were kept in a locked 
filing cabinet in the Centre for Applied Nursing Research. Computer data was 
stored in password-protected files on the doctoral candidate’s computer and a 
copy was stored on the principal supervisor's computer. While no personal 
identifying data was collected in the survey, a question at the end of the survey 
asking if participants would be willing to participate in an interview required a 
name and contact details. This information was removed from the survey 
instrument (separate tear-off page) thus ensured survey data contained no 
identifiable information. All data were coded. No individual was identified in 
any report or publication. 
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In this study participants’ privacy was protected by the researcher by 
conducting interviews in a quiet and private environment. Telephone 
interviews in Australia were undertaken from the Centre for Applied Nursing 
Research. Survey and interview data did not contain personal identifiers.  
The Jordanian participants’ privacy was protected by the researcher by 
conducting interviews in a quiet and private environment at the King Hussein 
Cancer Center. Telephone interviews in Jordan were undertaken from the King 
Hussein Cancer Center. Survey and interview data did not contain personal 
identifiers. 
4.13.7 Conducting Research on People in Other Countries 
The proposed study was undertaken in Australia and Jordan. The researcher 
was from Jordan and he provided the ethical review bodies in Australia with the 
processes, the values and principles for the King Hussein Cancer Center 
(Jordan). Moreover, the study was monitored by the King Hussein Cancer Center 
Research Committee who ensured the study respected the participants. The 
researcher ensured respect for the Jordanian participants’ cultural beliefs, who 
were afforded the same protection as the Australian participants (The National 
Health and Medical Research Council the Australian Research Council and the 
Australian Vice-Chancellors’ Committee, 2007) 
4.13.8 Data Storage and Retention  
All data has been stored securely in password protected files and in locked 
cabinets and only those listed in the ethics application were able to access the 
data. Data was only shared with the supervisors and/or those who were part of 
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the study team and who had received training in ethics, confidentiality and 
consent. All data will be destroyed after seven years. Paper documents will be 
destroyed by secure shredding and electronic data will destroyed by 
reformatting to ensure that the data and any pointers in the system are 
inaccessible. 
4.14 Summary 
This chapter has provided an overview of the research methods used in this 
project. The chapter also presented the research questions, research design and 
rationale, study setting, participants, recruitment, study measures, sample size 
and the data collection process. The following results chapter presents the 
second published paper of this project, ‘The unmet supportive care needs of 
Arab Australian and Arab Jordanian cancer survivors: An international 
comparative survey’. This paper contains the quantitative results related to the 
unmet supportive care needs of Arab cancer survivors.  
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CHAPTER FIVE 
Results Paper 2 – Unmet Supportive Care Needs 
5.1 Introduction 
This chapter presents the survey findings using a comparative cross sectional 
design which further investigates the unmet supportive care needs among Arab 
cancer survivors in Australia and Jordan. We sought to understand whether the 
language, unfamiliarity with the health system and living in Australia are 
predictors of unmet needs.  
5.2 Paper 2 
The following paper appears in the Cancer Nursing Journal (2018): Alananzeh, 
I.M., Levesque, J.V., Kwok, C., Salamonson, Y., & Everett, B. The unmet supportive 
care needs of Arab Australian and Arab Jordanian cancer survivors: An 
international comparative survey, Cancer Nursing. doi: 
10.1097/NCC.0000000000000609.  
The following is the word version and appendix B contains the published 
version. 
Abstract 
Background: Research exploring the unmet supportive care needs of Arab 
cancer survivors is limited, with most conducted with immigrant groups. No 
study has compared the unmet supportive care needs of immigrant Arab cancer 
survivors with Arab cancer survivors living in their native country. Objective: 
To explore the unmet supportive care needs of both Arab Australian and Arab 
Jordanian cancer survivors. Methods: Arab people living in Sydney, Australia, 
and Amman, Jordan, and diagnosed with cancer within the last 5 years were 
invited to complete a questionnaire that measured unmet supportive care 
needs, depression, and language acculturation. Multiple regression analysis was 
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performed to identify predictors of unmet supportive care needs. Results: 
Seventy-seven Arab Jordanian and 66 Arab Australian cancer survivors were 
recruited. Australian participants were older than their Jordanian counterparts 
(61.5 vs 52.3years; P<.001) and reported higher levels of overall unmet needs 
(44.9 vs 36.1; P=.012). Controlling for age and stage of cancer diagnosis, higher 
levels of depression (β =.34) and living in Australia (β =.26) were significant 
predictors of unmet needs and explained almost 17% of the variance. 
Conclusions: These findings have extended our understanding of the unmet 
supportive care needs of Arab cancer survivors and confirm disparities in 
unmet needs in immigrant populations. Implications for Practice: Greater 
attention is needed to ensure the supportive care needs are met for immigrant 
patients with cancer. Additional strategies to address physical and psychological 
needs are particularly needed in this group.  
Introduction  
Despite improvements in early detection and successful treatments for cancer, 
many survivors continue to experience unmet supportive care needs resulting 
in poorer quality of life1, 2 and higher psychological morbidity.3 Supportive care 
is generally viewed as the provision of services required by those living with (or 
affected by) cancer to meet their informational, emotional, spiritual, social or 
physical needs at any point along the continuum of care.4, 5 While supportive 
care needs can be diverse6 unmet supportive care needs suggest that the 
individual perceives a difference between the supports they have been provided 
and what they actually need. If a person cannot meet these needs. then these are 
called unmet needs.7 
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Cancer survivors report a range of unmet needs that impact on multiple areas of 
their life6, 8, 9 including physical health and activities of daily living; 
psychological, emotional, sexuality, financial and information needs.3, 10, 11 
Previous research has demonstrated that people diagnosed with breast,12-14 
prostate,3 colorectal,15 lung,16 hematological17 and samples with mixed cancer 
diagnoses18 report a number of unmet needs, demonstrating that the concept 
has broad relevance regardless of diagnosis or prognosis. 
While unmet supportive care needs commonly reflect difficulties coping with 
and managing the cancer journey,6 the prevalence and level of unmet 
supportive care needs have been found to be influenced by cancer survivors' 
clinical, psychosocial and sociodemographic characteristics. For example, in a 
meta-analysis of unmet care needs in people living with advanced cancer, 
Moghaddam et al19 found the domains of greatest unmet need were 
informational (30-55%), psychological (18-42%), physical (17-48%) and 
activities of daily living (17-37%). Mixed findings have been reported in relation 
to supportive care needs and stage of diagnosis. In a study of lung cancer 
survivors Sanders et al20 reported cancer stage was not significantly associated 
with supportive care needs, while a study of patients with resected melanoma 
reported those with more advanced stage and poorer prognosis had higher 
needs21 
Sociodemographic factors such as education and socioeconomic status have also 
been associated with unmet supportive care needs. In Molassiotis et al.'s21 study 
of patients with resected melanoma, school leaving age was a predictor of 
unmet supportive care needs, with those leaving at 14-15 years 4.85 times more 
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likely to have higher unmet needs than those leaving at 18 years of age or after 
(CI: 2.23-10.54; p<0.001). In a study of Jordanian patients with cancer, working 
status was significantly correlated with a greater need for information 
(p<0.05),22 a finding consistent with that of Fielding et al.23 
Immigrants have consistently reported having higher unmet supportive care 
needs. In a large cohort study of 4334 newly diagnosed patients with lung 
cancer in the United States, John et al16 identified immigrant Latino and Asian 
patients were more likely to report unmet needs for supportive services than 
their native-born counterparts (p<.001). Similarly, Chinese and Greek 
immigrants were more likely to report higher unmet information and physical 
needs than their Anglo-Australian counterparts.2 
Meeting the supportive care needs of cancer survivors from culturally and 
linguistically diverse (CALD) groups can be especially challenging. Difficulties in 
navigating the health system of their host country, and language barriers which 
may hamper their supportive needs throughout the cancer journey have been 
found to result in poorer cancer outcomes and lower quality of life.24 In 
Australia, cancer survivors from CALD groups report poorer quality of life (QoL) 
and higher levels of depression than Anglo-Australian cancer survivors.2 While 
difficulties in understanding the English language and navigating the Australian 
health care system can help explain these disparities,2, 25, 26 cultural beliefs often 
result in additional barriers to accessing care and subsequent support.26 This is 
particularly so in people with cancer from Arabic-speaking backgrounds who 
report higher levels of depression and worse QoL than other immigrant 
groups.2, 27 Similar to Australian Arab immigrants with cancer, Arab cancer 
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survivors living in the Middle East also report high levels of unmet needs across 
all domains,28 particularly needs related to information22 and psychosocial 
support,29 yet there are no comparative studies examining these differences. 
Although there is some research in the Australian setting which explores the 
unmet supportive care needs of Arab cancer survivors, methodological 
limitations including low response rates and small samples2 and some evidence 
of floor effects in survey instruments30 have been noted. Further, some studies 
have shown the use of healthcare interpreters does not address unmet needs,2, 
31 suggesting factors other than language may contribute to the unmet needs of 
immigrant Arab cancer survivors. 
Study Aims 
The aim of this study was to explore the unmet supportive care needs of both 
Arab-Australian and Arab-Jordanian cancer survivors. Specifically, this study 
sought to (i) describe the prevalence of unmet supportive care needs of Arab 
cancer survivors living in Australia and Jordan; (ii) identify the highest-ranked 
unmet supportive care needs; (iii) examine group differences for unmet 
supportive care needs, and (iv) identify predictors of unmet supportive care 
needs. 
Methods 
Design 
The present study was a comparative cross sectional study. Data were collected 
as part of a larger mixed methods study conducted between March 2016 and 
January 2017 in Sydney, Australia and Amman, Jordan. 
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Setting 
The first setting where participants were recruited was a specialized, 
comprehensive cancer center in Amman, Jordan which treats 3,500 new adult 
and pediatric patients annually and is a referral center for other countries in the 
Middle East. Standard care in this center includes programmed appointments 
with an oncologist, a psychologist, social worker and nurse educator. All 
patients are required to attend these appointments prior to commencing 
treatment. In addition, patients have access to a cancer help line managed by 
specialist cancer nurses. For example, if a patient with prostate cancer requires 
information, there is a specific prostate cancer nurse who will be able to assist, 
and liaise with the relevant oncologist. These nurses are available five days a 
week during business hours. 
Australian participants were recruited through two cancer centers in South 
Western Sydney, Australia and from two Arab community organizations. The 
cancer centers provide treatment to over 6000 new patients each year. Access 
to allied health (e.g. psychologist, social worker) is by referral. The Australian 
setting is one of the most CALD regions in Australia, with over half the region 
speaking a language other than English at home.32 While Arabic is the fourth 
most common language spoken in Australia,33 it is the second most common 
language (after English) spoken in the Australian study setting.32 
Participants  
Arab persons diagnosed with any type or stage of cancer, up to five years post-
diagnosis, aged 18 years or older and able to read and/or speak English or 
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Arabic were invited to participate in the study. In this study, the phrase Arab 
people/person refers to those who self-identified as from Arab ancestry. 
Participants were recruited from oncology clinics. Hospital staff provided 
patients attending these clinics with a study brochure which was written in 
English and Arabic. If patients indicated interest, their telephone contact details 
were provided to the bilingual researcher who contacted prospective 
participants to further explain the study and if agreeable, arrange to meet with 
them at their next clinic visit. Additional participants were recruited through 
Arab community and religious organizations. The researcher presented an 
overview of the study to the organization leaders who in turn provided study 
brochures to members. Members who were interested in participating in the 
study contacted the bilingual researcher who followed the same process 
described above with clinic patients. 
Calculation of sample size 
Using G*Power statistical software,34 and based on 7 predictor variables (age; 
education; language usage; stage of cancer; understanding of the health care 
system; social support and depression), a medium effect size (f2=.15), alpha 
level .05 and power .8, 103 participants were needed to detect a difference in 
overall Supportive Care Needs. Allowing for 20% incomplete or missing data, a 
total sample of 124 participants (ideally 62 from Jordan and 62 from Australia) 
were needed. 
Ethical considerations 
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Ethical approval for the study was received from the South Western Sydney 
Local Health District (SWSLHD) Human Research Ethics Committee 
(HREC/15/LPOOL/459), the King Hussein Cancer Center (KHCC) Institutional 
Review Board (15 KHCC 93) and Western Sydney University (H11469). 
Instruments 
Data were collected using an investigator-developed data collection form for 
sociodemographic and clinical data, and a number of standardized measures. 
Participants could choose to complete the questionnaire in Arabic or English. 
Forward and backward translation was undertaken based on the method of 
Sousa and Rojjanasriratto35 to ensure semantic validation of the tools. This was 
conducted by a certified professional translator whose mother tongue was 
Arabic and who was competent in English-language skills, both written and 
spoken. The translation was checked by the doctoral candidate who is 
competent in both Arabic and English languages. Discrepancies were discussed 
with the professional translator until consensus was reached. 
Sociodemographic and Clinical Variables 
Sociodemographic data included age, gender, marital status, residence (urban or 
rural), education, religion and employment status. Data on language proficiency 
and need for an interpreter at appointments were collected for Arab Australian 
participants. Clinical data included age at cancer diagnosis, cancer type, and 
degree of spread at diagnosis. A single item question with a four-point response 
format (1=very good, 4=poor) was used to measure participants' understanding 
of the health care system. 
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Supportive Care Needs Survey (SCNS-SF34) 
Supportive care needs were measured using the Supportive Care Needs Survey-
34 (SCNS-34). The SCNS-34 was developed in Australia to measure cancer 
patients' perceived needs across a range of domains including psychological, 
health system and information, physical and daily living, patient care and 
support, and sexuality needs.36, 37 The SCNS-34 has been translated and 
validated in Arabic.37 A five-point Likert scale is used: 1=not applicable, 
2=satisfied, 3=low need, 4=moderate need and 5=high need. Internal 
consistency is high with Cronbach's alpha coefficients across the five domains 
ranging from .70 to .91.10 In the current study the Cronbach's alpha for the total 
scale was .96 with the five domains ranging from .77 to .93. 
Unmet need items were scored according to the SCNS manual.37 Total scores for 
the domains of physical and daily living (5 items), sexuality (3 items), health 
system and information (11 items), psychological (10 items) and patient care 
and support (5 items) were standardized to scores out of 100 with a higher 
score reflecting a higher level of need.  
Patient Health Questionnaire (PHQ-2) 
The Patient Health Questionnaire-2 (PHQ-2) is a two item self-report tool used 
in screening for mood disorder and for detecting possible cases of depression. 
The two items assess the degree to which an individual has experienced 
depressed mood and anhedonia over the past two weeks. The two items are: 
“little interest or pleasure in doing things” and “feeling down, depressed or 
hopeless”. The tool has good sensitivity (91%) and specificity (78%)38 including 
in Arabic populations (Cronbach’s alpha = 0.857)39 and high clinician 
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acceptability as a method to detect depression and related mood disorders.40 A 
four-point Likert scale format is used with scores ranging from 0 (not at all) to 3 
(nearly every day). A cut-off aggregate score of 2 has been found to have high 
sensitivity in detecting major (92.7%) and any (80.4%) depressive disorder, 
with specificity of 73.7% and 80.4% respectively.41 In the current study, the 
Cronbach's alpha for the total scale was .87. 
English Language Acculturation Scale (ELUS-11) 
English language usage, a proxy for language proficiency, was measured using 
the English Language Usage Scale (ELUS-11), an 11-item, five-point Likert 
screening tool that measures four dimensions of language use—speaking, 
listening, writing, and reading. Scores range from 11 (speak only Arabic) to 55 
(speak only English). The scale has been shown to have high internal 
consistency (Cronbach's alpha=.96).42 
The ELUS-11 is an extension of the 5-item English Language Acculturation Scale 
(ELAS), originally developed to measure language preference and usage related 
to reading and speaking. The ELAS-5 has been shown to have excellent validity 
(.89 to 0·94).43, 44 The 11-item scale was selected to capture two additional 
dimensions of English language preference and usage not measured in the 
ELAS-5—listening and writing. These dimensions of language usage, 
particularly listening, are considered vital in patient and healthcare provider 
communication and thus gaining insights into these additional dimensions was 
considered important in informing cancer care in groups who do not speak the 
dominant language.  
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The ELUS-11 has not previously been used in an Arabic-speaking population 
however in the current study, the Cronbach's alpha for the total scale was .99 
demonstrating excellent reliability. 
Data analysis 
Quantitative data were entered into SPSS Version 22.0.45 Means and standard 
deviations were computed for continuous variables and percentages for 
categorical variables. Data were assessed for normality using the Kolmogorov-
Smirnov test. Because the unmet needs domains data were normally 
distributed, the independent samples t test and multivariate analysis of variance 
(MANOVA) were used to test for differences between unmet needs and other 
study variables. The 2 test was used to test for differences between categorical 
variables. 
A multiple regression analysis was conducted with unmet supportive care needs 
as the dependent variable. Independent variables included gender, depression, 
education level, time since diagnosis, understanding the health system and 
survey country, while controlling for participants’ age and cancer stage. 
Predictor variables were a combination of continuous (not normally 
distributed), ordinal and categorical. For this reason, continuous variables were 
dichotomised at the median, while ordinal and categorical variables were 
collapsed into 2 groups. For multiple regression, p < .05 was considered 
statistically significant. 
Results 
Sample  
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A total of 143 participants comprised the study sample: 66 participants from 
Australia (29 from oncology clinics and 37 from the community) and 77 
participants from Jordan (67 from an oncology clinic and 10 from the 
community). The mean age of participants was 56.53 years (SD: 14.40; range: 
18-86) however, Australian participants were significantly older than Jordanian 
participants (F = 5.70; p< .001). They were also less likely to have completed 
high school (2 =.8.57; P = .003) and less likely to report understanding the 
healthcare system (2= 52.93; P = .000). All Australian participants were born 
overseas in an Arab country, with 43.9 % born in Lebanon and 25.8 % in Iraq. 
Just over half (53.1%) of the Arab Australian participants had lived in Australia 
for more than 10 years (M = 25 years; SD = 15.13 years) (Table 1) with almost 
three-quarters (72.7%) indicating they preferred to speak, read and think in 
Arabic (Table 2). 
Differences in clinical characteristics were also evident: significantly, more 
Australian participants were first diagnosed at a later stage of cancer (stage 3 
and stage 4) compared with their Jordanian counterparts (2= 0.136; P = .000). 
No differences existed between groups in relation to cancer type or depression, 
although almost half the sample (48.2%) screened positive for depressed mood 
and anhedonia over the two weeks preceding data collection. Further 
demographic and clinical results are presented in Table 1. 
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Table 1. Participant Demographic and Clinical Characteristics by Country 
Characteristic  Australia 
(n=66) 
Jordan 
(n=77) 
P  
 
Agea (years), mean ± SD 61.48 ± 11.72 52.29 ± 15.19 .001 
Genderb (male), n (%) 30 (45.5) 36 (46.8) .878 
Educationb (completed high school &beyond), n (%) 29 (42.9) 60 (77.9) .003 
Time since diagnosisb (< 12 months), n (%) 31 (47.0) 31 (40.3) .423 
Diagnosis at later stage (3-4),b n (%) 44 (66.7) 17 (22.1) .000 
Cancerc (type), n (%)    
Breast  20 (30.3) 21 (27.3) .221 
Prostate 9 (13.6) 13 (16.9)  
Colorectal/Bowel 10 (15.25) 5 (6.5)  
Lung 7 (10.6) 6 (7.8)  
Leukaemia/Lymphomas 9 (13.6) 7 (9.1)  
Head & Neck 0 (0.0) 5 (6.5)  
Currently undergoing treatmentb (yes), n (%) 49 (74.2) 67 (87.0) .052 
Understanding of health systemb (good/very good), n 
(%) 
46 (69.7) 69 (89.6) .000 
Depressionb (PHQ > 2), n (%) 31 (47.0) 38 (49.4) .778 
ELUS (Australian participants only), mean ± SD 21.24 ± 10.11   
Years in Australia (Australian participants only), 
mean ± SD, range 
25 ± 15.13 
2-50 
  
Born overseas (Australian participants only), n (%) 66 (100)   
a t Test 
b 2 Test 
c Multivariate analysis of variance 
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Table2. Language Usage Among Arab Australian Participants  
 
Language  More Arabic 
than English 
n (%) 
More English 
than Arabic 
n (%) 
In general, what language(s) do you speak? 50 (75.8) 16 (24.3) 
Preferred language to read In general, what 
language(s) do you read? 
48 (72.7) 8 (12.1) 
What language(s) do you usually speak at home? 52 (78.8) 14 (21.2) 
In which language(s) do you usually think? 52 (78.8) 14 (21.2) 
What language(s) do you usually speak with your 
friends? 
52 (78.8) 14 (21.2) 
What language do you usually listen to news 
broadcasts (e.g. on TV, radio, internet)? 
49 (73.3) 17 (25.8) 
What language(s) do you usually watch movies without 
subtitles? 
51 (77.3) 15 (22.7) 
When reading a passage, in which language(s) are you 
able to grasp the main ideas without referring to a 
dictionary? 
49 (73.3) 17 (25.8) 
When taking notes at a presentation, in which language 
are you able to write quickly without errors? 
51 (77.3) 15 (22.7) 
In which language(s) are you able to write information 
about events from memory without using a dictionary? 
53 (80.3) 13 (19.7) 
In general, which language do you prefer to use? 52 (78.8) 14 (21.2) 
 
Top ‘moderate to high’ unmet supportive care needs 
The top ten unmet needs for Arab Australian and Arab Jordanian participants 
ranged in prevalence from 51.5% to 68.2% for Arab Australians compared to 
33.8% to 40.3 % for Arab Jordanian participants, indicating an overall higher 
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level of unmet needs amongst Arab Australians. Arab Australian unmet needs 
were more likely to be related to the physical and psychological domains, while 
Arab Jordanian participants more commonly reported higher needs in the 
psychological and information domains (Figure 1).
 
Figure 1. Top ‘‘moderate to high’’ unmet needs of Arab Australians and 
Arab Jordanians (%). 
 
Differences between groups for unmet supportive care needs  
Arab Australians reported a higher overall score for unmet needs as measured 
by the SCNS-34 than their Jordanian counterparts (F = 19.38; P = .005). In 
relation to the domains of the SCNS-34, Arab Australians had higher physical 
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needs (MANOVA, F = 12.95; P < .001) and higher psychological needs (MANOVA, 
F = 29.06; P < .001) than Arab Jordanians. Although not statistically significant, 
Arab Australians reported a higher level of information needs (MANOVA, F = 
1.01; P = .316) and patient care and support needs (MANOVA, F = 3.00; P = .085) 
compared with their Jordanian counterparts. Both Arab Australians and Arab 
Jordanians reported a low level of sexuality needs (MANOVA, F = .60; P = .440) 
(Table 3). 
Table 3. Differences between Groups for Supportive Care Needs (Domains) 
Domain Australia 
(n=66) 
Jordan 
(n=77) 
p 
Physical Needsa, mean (SD)  57.35 (21.49) 42.34 (27.42) .000 
Information/Support Needsa, mean (SD)  48.17 (19.76) 43.80 (30.20) .316 
Patient Care & Support Needsa, (SD)  40.38 (22.26) 33.31 (25.96) .085 
Sexuality Needsa, (SD)  22.73 (20.95) 25.75 (25.04) .440 
Psychological Needsa, (SD)  55.87 (21.14) 35.28 (24.07) .000 
a Analysis of variance. 
Predictors of unmet supportive care needs 
Following examination of bivariate correlations only four variables which 
demonstrated statistically significant relationships in the bivariate analyses 
were included in the multiple regression model. Controlling for age and stage of 
cancer, the model (Table 4) revealed that only depression (β = .343) and living 
in Australia (β = -.202) were significant predictors of unmet supportive care 
needs in this sample. The adjusted R2 value of .167 indicated almost 17% of the 
variability in unmet needs was predicted by this model. 
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Table 4 Predictors of Unmet Supportive Care Needs 
Variable  t p 
Unmet supportive care needs 
Depression (> 2) .343 4.062 <.001 
Country (Australia) .202 -2.208 .029 
Age (> 58.29 years) -.071 -.823 .412 
Cancer Stage (3 or 4) .156 1.736 .085 
Overall model: R2 = 0.195, F(df) = 6.857 (4,113), P < 0.001, adjusted R2 = 0.167 
Discussion 
The current study revealed that overall, unmet supportive care needs were 
prevalent in both Arab Australian and Arab Jordanian cancer survivors with up 
to two-thirds of the sample reporting moderate to high unmet needs. Unmet 
supportive care needs were more prevalent in the Australian sample, with even 
the lowest top ten need (pain) being greater than the highest Jordanian top ten 
need (having staff to talk to). 
A number of explanations could account for higher prevalence of unmet needs 
in the Australian participants. First, cancer support services in Jordan, both 
within the hospital and community, are both freely available and actively 
promoted to cancer survivors. This is particularly the case in the hospital where 
the current study was undertaken which is the only specialist cancer center in 
Jordan. Conversely, in the Australian study setting fewer cancer support 
services tailored to the needs of Arab cancer survivors are available which may 
help explain why unmet supportive care needs were more prevalent in the 
Australian sample. 
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It might also be that despite having lived in Australia for some time, Arab 
Australian participants may not have felt “at home”, commonly referred to as a 
sense of belonging, and were thus less likely to seek support for unmet needs 
particularly those such as anxiety, sadness, worry, depression and fear. A clear 
link has been found between sense of belonging and health with people who 
have a strong sense of belonging reporting “very good to excellent health” and 
lower levels of stress, 46 including in immigrants.47 
Frequently cited needs among Arab Australians were anxiety, tiredness, not 
being able to do things, feeling unwell all the time and sadness. The higher 
prevalence of anxiety and depression among Arab Australians is consistent with 
findings from an Australian study of migrant health in cancer which found 
Arabic cancer survivors experienced greater psychological morbidity than not 
only Anglo Australians but also other migrant groups.24 However, this finding 
differs from that of Butow et al.2 who reported managing concerns about cancer 
returning, having written information in their own language, information about 
cancer and treatment, unable to do usual things and not sleeping well as the five 
top unmet needs. A possible explanation for the differences in unmet needs is 
the differences in the clinical and demographic characteristics of the groups. For 
example, in the current study, 66.7% of Arab Australians were first diagnosed at 
a later stage (3/4) compared with Butow et al.’s2 sample where 40% were first 
diagnosed with regional disease and no participants with distant disease. 
Further, 83% of the participants in Butow et al.’s 2 study reported 
understanding the healthcare system which was higher than that reported by 
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our study participants (69.7%) which might further explain differences in the 
top unmet needs. 
Among Arab Jordanian survivors moderate-to-high unmet needs included 
finding staff to talk with, fear of uncertainty, having written information about 
care, worry, and information on how to help oneself. Moderate to high levels of 
unmet needs were particularly evident in the psychological and physical 
domains with Arab Australian cancer survivors having significantly higher 
needs. While this finding supports previous studies which highlighted 
differences between Arab immigrants and Anglo-Australian born cancer 
survivors,2, 27, 30 this finding has not previously been reported in Arab cancer 
survivors living in their 'native' country (Jordan) versus 'host' country 
(Australia). These differences may be related to demographic and clinical 
differences between the groups, and differences in models of care between the 
study settings. For example Arab Australian participants were more likely to be 
older than their Jordanian counterparts. The literature is highly variable 
concerning the relationship between age and unmet needs6 making it difficult to 
offer an explanation however, given older people often have a higher prevalence 
of chronic and disabling diseases,48 this may have increased their level of unmet 
needs, particularly physical needs. 
Arab Australian participants were also less likely to have completed high school 
compared to the Jordanian participants and this may help explain their higher 
needs with numerous studies demonstrating higher needs in people with low 
levels of education.21, 36, 49 A person's education level can play a significant role 
in their perceptions and understanding of health care services and may 
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influence how they interact with the health system, including their ability to 
understand their health needs, make treatment decisions, communicate with 
health care providers and understand health information.50 
Despite living in Australia for an average of 25 years, Arab Australian cancer 
survivors were still more likely to report a poor understanding of the healthcare 
system compared with Jordanian cancer survivors and this may also have 
contributed to the differences in unmet needs between groups. Given 
approximately 80% of Australian participants’ preferred to speak and read in 
the Arabic language this is perhaps not surprising. In a study of the care 
coordination experiences of immigrants with cancer, Shaw and colleagues25 
found that while care was generally well coordinated, migrants lacked 
understanding of the roles of cancer health professionals and services, and there 
was a general lack of access to materials appropriate to their level of language 
proficiency.  
Of particular concern in this study was the significant difference between 
groups in relation to stage of cancer diagnosis, with two-thirds of Arab 
Australian participants first diagnosed at a later stage of cancer (Stages 3-4), 
compared to just over 20% of Jordanian participants. Australian participants’ 
unfamiliarity with the health care system may have resulted in them accessing 
care later when symptomatic, rather than engaging in primary screening. 
However, given older age is associated with a greater risk of advanced stage at 
diagnosis,51 this may also help explain the differences in cancer stage between 
Arab Australians and Arab Jordanians. 
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Differences in the models of care offered within each study setting may also help 
explain the higher unmet supportive care needs in the physical and 
psychological domains. For example, Jordanians had greater access to 
oncologists, nurse care coordinators and psychologists who would have been 
able to answer their questions in their language either face to face or on the 
telephone. In the current study fear, uncertainty, worry and depression were 
prevalent among Arab Australian participants. In the Australian study setting, 
while participants had access to health care staff, this generally required 
referral, for example to the psychologist or social worker. Given their poorer 
understanding of the health system it could be that Australian participants were 
less likely to access these services with a consequent increase in unmet needs. 
Uncertainty about how to interpret and handle symptoms, leading to excessive 
worry and frustration and increased unmet needs in physical/daily living and 
psychological domains has previously been reported in migrant cancer 
survivors.52, 53 Taken together, the results of the current and previous studies 
highlight the need for models of care which take into account the likelihood of 
higher levels of unmet psychological and physical needs in migrant groups. 
One of the aims of this study was to understand the predictors of unmet 
supportive care needs in Arab cancer survivors. Given previous research which 
found language and understanding the health care system were predictors of 
unmet needs in Arab immigrants,2, 24, 54 we assumed this would also be the case 
for this study. However, our study findings did not uncover a significant 
relationship between overall unmet needs and language or health system 
understanding. Rather, living in Australia (that is, being an Arab Australian) and 
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depression were the only predictors of high unmet needs. It is unclear why 
language was not a predictor of unmet needs given previous studies have 
identified language as a predictor for unmet needs.2, 24 It could be that despite 
their preference for the Arabic language, the English language proficiency of 
Australian participants was sufficient to enable them to engage with health care 
professionals. Further, the participants in this study were mostly older cancer 
survivors living with their family. Common to Arab culture is a strong emphasis 
on the family unit, with family members expected to look after each other and 
maintain strong filial relationships.55  
In Arab society family members play a major role in the care of cancer patients56 
including taking responsibility for attending appointments and getting 
information57 which may have been sufficient to overcome language barriers. 
Further, in the Australian study setting the use of health care interpreters is 
required when engaging with patients who do not have sufficient English-
language proficiency and this could also help explain why language was not a 
predictor of unmet needs. Similarly, the long duration of residence in Australia 
would have resulted in at least some understanding of the healthcare system, 
again assisted by family members—commonly children, who were born in 
Australia. Finally, it may be that the tool which measured preference for 
language usage in common, everyday life situations was not suitable for use 
during interactions with health professionals where patients, who are often 
vulnerable and powerless, are required to engage in complex discussions which 
often include jargon and acronyms. 
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Similar to other studies the present study found that Arab cancer survivors in 
both Australia2, 30, 58 and Jordan22 reported a low level of sexuality unmet needs 
which may reflect the taboo nature of discussing sexual needs. However, other 
authors have suggested lower reporting of sexual needs may reflect patients' 
reduced attention to this domain while undergoing treatment,59 an explanation 
that may account for our finding given just over 80% of the participants were 
undergoing treatment. It is also possible that Arab cancer survivors believe that 
if sexuality issues are important or likely to be affected by their treatment, their 
doctor will raise the issue, therefore they do not need to report sexuality 
needs.59 
Perhaps the most worrying finding from this study was that almost half the 
sample screened positive for depression (scores > 2) which was also the 
strongest predictor of unmet needs. Although depression has previously been 
reported in an Australian study of Arabic cancer survivors, the prevalence was 
much lower with 11% of the participants estimated to have clinical 
depression.60 It is unclear why the prevalence of depression was so much higher 
in this study but it could be that the current study used the PHQ-2 whereas the 
study by Butow et al.60 used the Hospital Anxiety and Depression Scale (HADS). 
Interestingly, the prevalence of depression was also high (49.4%) among the 
Jordanian participants in the current study, a finding similar to that of Mhaidat61 
who also used the HADS and found 51.9% of Jordanian cancer patients had 
signs and symptoms of depression. Whatever the reason for the difference in 
these studies, given a score of greater than 2 on the PHQ has a sensitivity of 83 
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% and specificity of 92 % for a major depressive episode,38 it is likely that many 
participants would have met the criteria for a depressive disorder. 
Strengths and limitations  
The study’s main strength is its comparative design—to our knowledge this is 
the first international study to compare the unmet supportive care needs of 
Arab Australian cancer survivors with a cohort of cancer survivors living in 
Jordan and as a consequence, these findings have extended our understanding 
of the unmet supportive care needs of Arab cancer survivors. In addition, all 
survey instruments were available in either Arabic or English and a bilingual 
researcher was used thus ensuring a culturally-sensitive approach to data 
collection. 
A limitation of this study was the use of self-report measures. While the 
researcher who collected data was unknown to the study participants and did 
not work in the study setting, nevertheless the data reported in this paper are 
based on participants’ self-report and thus, may have been subject to self-report 
bias. Another limitation is the numbers were not sufficient to detect sub-group 
differences within the sample and finally, despite being undertaken in two 
countries with tertiary-level cancer services, the findings may not be 
generalizable to other countries and health care settings. 
Conclusions  
The finding that Arab Australians had higher unmet needs than their Jordanian 
counterparts confirms previous research that disparities exist in unmet needs 
for Arab immigrant cancer survivors and that greater effort needs to be made to 
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redress this situation. The prevalence of depression among Arab cancer 
survivors living in both Australia and Jordan supports the need for both active 
screening and the use of a range of culturally-tailored interventions to address 
depression in this group.  
Finally, the later stage of initial cancer diagnosis in the Arab Australian 
participants also suggests targeted approaches to promote screening in 
immigrant communities may improve outcomes for this group. Given the high 
esteem physicians are held in and their influence in their community, 
encouraging physicians to recommend cancer screening may result in earlier 
diagnosis and thus, potentially better outcomes for Arab people. 
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5.3 Summary 
This chapter consisted of a paper that focused on the unmet supportive care 
needs among Arab cancer survivors. The findings suggest that Arab Australians 
had higher unmet needs than their Jordanian counterparts and depression was 
prevalence among Arab cancer survivors living in both Australia and Jordan. 
The following chapter presents the third published paper “Information needs of 
Arab cancer survivors and caregivers: A mixed methods study”. This paper has 
explored the unmet information needs and the source of information among 
Arab cancer survivors. 
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CHAPTER SIX 
Results Paper 3 – Information Needs 
6.1 Introduction 
Providing cancer survivors with information regarding their cancer diagnosis, 
treatment options and side effects is considered crucial. Research highlights 
that cancer survivors need ongoing information during their cancer journey 
(diagnosis, treatment, posttreatment, re-occurrence, and end of life). The 
purpose of this mixed method design paper is to highlight the unmet 
information needs and the source of information among Arab cancer survivors.  
6.2 Paper 3 
The following paper appears in the Collegian Journal (2018): Alananzeh, I. M., 
Kwok, C., Ramjan, L., Levesque, J. V., & Everett, B. Information needs of Arab 
cancer survivors and caregivers: A mixed methods study. Collegian. 
https://doi.org/10.1016/j.colegn.2018.03.001.  
The following is the word version and appendix C contains the published 
version. 
Abstract 
Background: Arab cancer survivors and their caregivers often have high levels 
of unmet information needs. However, whether these information needs are the 
same for cancer survivors living in Arab speaking countries compared to Arab 
migrants is not clear 
Objective: To identify the information needs and information sources among 
Arab cancer survivors and their caregivers. 
Methods: Arab cancer survivors (n=143) in Jordan and Australia were surveyed 
to explore their information needs and information sources. Interviews with 
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cancer survivors and their caregivers, and focus groups with health care 
providers were conducted in both countries. 
Findings: While lack of information about cancer, its treatment and side effects 
were common to both groups, Arab Australian cancer survivors expressed 
greater need for information about managing their illness (P = .027), receiving 
explanations about tests (P = .016) and the benefits and side-effects of 
treatments before making choices (P = .041) than Jordanian cancer survivors. 
Qualitative findings revealed preferences for spoken rather than written 
information, and the provision of diagrams and drawings. Although information 
provided by doctors was a trusted source, almost half the participants indicated 
they used the Internet for information. Despite the use of interpreters, 
Australian health care providers expressed concern at whether the information 
they provided had been delivered and understood. 
Conclusion: Arab cancer survivors and their caregivers have unmet cancer 
information needs resulting in them seeking information from potentially 
unreliable sources such as the Internet. Arab migrants may need additional 
assistance to ensure they receive information relevant to their disease and are 
linked with the most trusted source of information. 
Key words: cancer, information needs, Arab, information sources, intern 
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Problem or Issue: Diversity within multicultural societies can pose challenges 
to healthcare providers in providing appropriate cancer care and information 
for immigrants whose culture is significantly different from the main stream 
culture. Little is known about the information needs of Arab cancer survivors 
and their family caregivers, and the cancer-related sources of information they 
use to meet these needs. 
What is Already Known: Ensuring information needs are met improves an 
individual’s ability to cope with a cancer diagnosis and treatment 
What this Paper Adds: While Arab cancer survivors experience of unmet 
information needs, Arab immigrant cancer survivors experience greater needs 
for information related to managing their illness and side effects at home, 
explanation about tests and the benefits and side-effects of treatments before 
making choices. This paper adds a more detailed understanding of the sources 
of information Arab cancer survivors use. 
Introduction 
In 2016 global migration resulted in five million people migrating permanently 
to developed countries, with the United States (US), Germany and the United 
Kingdom receiving the greatest number of immigrants (OECD, 2017). These 
unprecedented levels of migration have led to a 'demographic shift' in the ethnic 
and cultural diversity of many destination countries (Czaika & Haas, 2014) and 
resulted in significant challenges to the capacity of health care systems to 
provide accessible and acceptable culturally sensitive services (Sze et al., 2015).  
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In terms of absolute numbers, the number of immigrants permanently settling 
in Australia is small when compared to the US. For example, in 2015 226,000 
immigrants settled permanently in Australia compared with more than 
1,000,000 immigrants settling in the US (OECD, 2017). However, as a share of 
the population, this inflow represented 0.9% of Australia's population 
compared to 0.3% for the US (OECD, 2017). While Australia's population has 
been reshaped over many decades by successive waves of migration, recent 
increases in the number of migrants has made Australia one of the most 
culturally and linguistically diverse developed countries in the world, with 
almost half (49%) of all Australians either born overseas (first generation 
Australian) or one or both parents born overseas (second generation 
Australian) (Australian Bureau of Statistics, 2016). Of those born overseas, 18% 
have arrived since the beginning of 2012 (Australian Bureau of Statistics, 2016) 
with Arabic speakers increasing by 12% in this period making Arabic the third 
most common language after English and Mandarin (Australian Bureau of 
Statistics, 2016).  
The intensification of multicultural migration to developed countries can be 
challenging for health care services with language, lack of information about 
how to access and navigate health care services and cultural differences noted 
to be the three most common barriers (Kalich, Heinemann, & Ghahari, 2016) As 
a consequence, immigrants may not access health care services or information 
and hence, experience poorer health outcomes than their non-immigrant 
counterparts. 
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Literature review 
Immigrant cancer survivors require ongoing information related to their health 
condition (Ladd, 2016). Having enough information about cancer and 
understanding the health care system can impact on cancer survivors' decisions 
towards cancer treatments and ongoing health care (Ahmed, Abel, Lloyd, Burt, & 
Roland, 2015). Migrants who are older, with low education and poor English 
language skills demonstrate a low level of knowledge about cancer and the 
treatment options available to them (Obeidat, Lally, & Dickerson, 2012) and are 
less adherent to their doctor's suggestions and recommendations (Obeidat et al., 
2012). 
Information needs are more prominent for Arab migrant cancer survivors 
(Hyatt et al., 2017). While difficulties in understanding the English language and 
navigating a new health care system are significant barriers to finding 
appropriate cancer support services and information, a further challenge for 
immigrants is limited access to culturally appropriate information to manage 
their disease (Hyatt et al., 2017; Kwok & White, 2014). Arabs are also culturally, 
linguistically and religiously diverse and have differences in sub-cultures which 
reflect their pattern of living, ethnicity and religious beliefs (Al-Krenawi & 
Graham, 2000). Arab stigma and shame associated with a cancer diagnosis, and 
a desire to keep the diagnosis hidden can increase their reluctance to seek 
information and access support services (Saleh et al., 2012; Sze et al., 2015). 
Arab diversity and cultural beliefs toward cancer can be another challenge for 
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health care services in providing culturally appropriate information to meet 
Arab migrants’ information needs (Hyatt et al., 2017; Kwok & White, 2014). 
The literature has identified that Arab migrant cancer survivors face significant 
information literacy challenges including obtaining information about their 
health condition because of language and communication barriers For example, 
a recent Australian study by Hyatt et al. (2017) compared outcomes for Greek, 
Arab and Chinese migrant cancer survivors, and Australian-born English-
speaking cancer survivors, and found that migrants had a poorer understanding 
of the health system compared to their English-speaking Australian-born 
counterparts. Similar to Arab migrants language difficulty has also been 
highlighted as a communication barrier in other studies among Asian American 
patients (Lee, Chen, Ma, & Fang, 2012; Wen, Hu, Ma, Fang, & Daly, 2014) and 
South Asian patients compared with white British patients (Ahmed et al., 2015). 
Thus, from the research to date, it is evident that migrants with cancer have 
significant and unique information needs which may impact on their quality of 
care (Rechel, Mladovsky, Ingleby, Mackenbach, & McKee, 2013).  
Arab cancer survivors in their home country can also experience high levels of 
information needs. In a study by Al Qadire (2014) Jordanian cancer survivors 
reported high information needs related to being fully informed about the 
disease, medical tests and the side-effects of cancer treatments. 
Information needs are also common in family caregivers of cancer survivors. In 
a study by Sklenarova et al. (2015), the information needs of family caregivers 
were primarily related to disease prognosis, the benefits and side effects of 
treatments and the type of care needed by their relative. In a similar study of 
 Chapter Six – Paper 3  123 
adolescents and young adult family caregivers, most participants’ information 
needs were related to information about cancer treatment, side effects, 
information about the chance of recovery and managing emotions (Doubova, 
Aguirre-Hernandez, Gutiérrez-de la Barrera, Infante-Castañeda, & Pérez-Cuevas, 
2015). 
In Arab society, family caregivers play a particularly important role in the care 
of family members with cancer because of Arab cultural beliefs which place a 
strong emphasis on the family unit, with family members expected to look after 
each other and maintain strong filial relationships (Al-Jauissy, 2010). In a study 
to assess the needs of family caregivers in Jordan, 76.4% of participants 
reported unmet needs, most of which focused on information on how to provide 
good care for their family member (Al-Jauissy, 2010). Arabiat and Altamimi 
(2013) also highlighted Jordanian family caregivers’ unmet information needs 
related to the possible illness outcome, information about how and what 
information to give to other family members (siblings) and how to manage 
other family members’ feelings. 
Hence, we have no comparative studies to determine if Arab information needs 
in Arab countries (the country of origin) are similar or different to the Arab 
information needs in the host countries (Arab migrant). The aim of this study 
was to explore the information needs and preferences for information delivery 
among Arab cancer survivors and their family caregivers in Australia (Arab 
migrants) and in Jordan (native Arab). 
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Methods 
This study was part of a larger embedded mixed-method study which examined 
the unmet supportive care needs of Arab cancer survivors and their family 
caregivers. The larger study measured the physical, psychological, patient 
care/support, sexuality, and health care system/information needs. This paper 
presents quantitative and qualitative findings specifically related to the 
information needs domain and the sources of information. 
Participants 
Between March 2016 and January 2017. Arab cancer survivors who met the 
eligibility criteria were invited to participate in this study. For the purpose of 
this study, cancer survivor was defined as the period from the time of diagnosis 
until the end of life (The National Institutes of Health, 2018). The eligibility 
criteria for cancer survivors included: a) diagnosed with any type and stage of 
cancer; b) up to five years post-diagnosis; c) aged 18 years or older; d) self-
identified as Arab, and e) able to understand sufficient English or Arabic to 
complete the study instruments, or willing to allow a Research Assistant (RA) or 
a family member to assist with completing the study instruments. 
A total of 143 Arab cancer survivors participated in the survey. Of the 66 
Australian participants who completed the survey 11 cancer survivors agreed to 
participate in an interview. The countries of origin for Australian participants 
were Iraq, Lebanon, Syria, Egypt, Jordan, Somalia, Bahrain and Morocco. The 
demographic and clinical characteristics of all participants who completed the 
study survey have been presented elsewhere (Alananzeh, Levesque, Kwok, 
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Salamonson, & Everett, 2018). In Jordan, 77 cancer survivors completed the 
survey and nine consented to an interview. 
The second group of participants included family caregivers. The eligibility 
criteria were: a) related to a person diagnosed with cancer within the past five 
years; b) aged over 18 years; c) able to read and speak English or Arabic. 
Bereaved family members were considered to be eligible if they met the 
previous criteria and were six months post-bereavement. A total of seven 
Australian family caregivers and three Jordanian family caregivers agreed to 
participate in an interview. The demographic characteristics of the interview 
participants are outlined in Table 1. 
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Table 1. Demographic Characteristics of the Interview Participants 
Participant 
number 
Cancer 
survivor/carer 
Cancer type Age Gender Country of 
birth  
Jordanian Participants 
Participant 1 Survivor Breast cancer  30 F Jordan 
Participant 2 Survivor Breast cancer 40 F Jordan 
Participant 3 Survivor Breast cancer 22 F Jordan 
Participant 4 Survivor Breast cancer 59 F Jordan 
Participant 5 Survivor Colon cancer  60 F Jordan 
Participant 6 Survivor Testicular cancer 27 M Jordan 
Participant 7 Carer (mother) Son with leukaemia  NA F NA 
Participant 8 Survivor Spinal cancer  40 M Saudi Arabia 
Participant 9 Survivor Breast cancer 59 F Jordan 
Participant 10 Survivor Breast cancer 45 F Jordan 
Participant 11 Carer (wife) Stomach cancer 41 F NA 
Participant 12 Carer (father) Leukaemia 50 F NA 
Australian Participants 
Participant 1 Carer (brother) Sister with breast cancer 45 M NA 
Participant 2 Survivor Prostate cancer 80 M Lebanon 
Participant 3 Survivor Prostate cancer 83 M Lebanon 
Participant 4 Survivor Breast cancer 44 F Iraq 
Participant 5 Survivor Prostate cancer 75 M Egypt  
Participant 6 Survivor Breast cancer 45 F Iraq 
Participant 7 Survivor Spinal cord cancer 70 F Iraq 
Participant 8 Carer (husband) Wife with spinal cord 
cancer 
77 M NA 
Participant 9 Survivor Prostate cancer 70 M Egypt 
Participant 10 Carer (daughter) Father with lung cancer  NA F NA 
Participant 11 Carer (daughter) Father with prostate 
cancer 
NA F NA 
Participant 12 Carer (brother) Brother with bowel 
cancer 
NA M NA 
Participant 13 Survivor Prostate cancer 60 M Iraq 
Participant 14 Survivor Breast cancer 45 F Lebanon 
Participant 15 Carer (daughter) Mum with breast cancer NA F NA 
Participant 16 Survivor Colon cancer 69 M Lebanon 
Participant 17 Carer (wife) Husband with prostate 
cancer 
NA F NA 
Participant 18 Survivor Throat cancer, breast 
cancer 
63 F Lebanon 
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Setting 
Australian participants were recruited from two cancer therapy centers at 
teaching hospitals and through two Arab community and religious 
organizations in South Western Sydney, Australia. South Western Sydney is a 
large multiculturally diverse area where 49% of the population speak languages 
other than English at home. After English, Arabic is the most common language 
spoken at home in South Western Sydney (Merry & Robinson, 2014). 
Jordanian participants were recruited from the King Hussein Cancer Center 
(KHCC) in Amman, Jordan. KHCC is the only centre in the Middle East and the 
sixth in the world to receive disease-specific accreditation from the Joint 
Commission International. It is also the only cancer centre in Jordan to be 
credentialed by the American Nurses Credentialing Center. KHCC treats people 
with cancer from Jordan and other Arab countries. 
Data Collection  
Quantitative Data 
Quantitative data were collected using an investigator-developed data collection 
tool that included sociodemographic and clinical data, and a number of 
standardized measures. Participants could choose to complete the 
questionnaire in Arabic or English as both versions were available. Five 
Australian participants chose to complete the study survey in English. A 
bilingual RA was available to assist participants with completing the study 
instruments if required. 
Sociodemographic and Clinical Variables 
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Sociodemographic data included age, gender, marital status, residence (urban or 
rural), education, religion, employment status and understanding of the health 
care system. Data on years living in Australia and suburb were collected for the 
Arab Australian participants. Clinical data included age at cancer diagnosis, 
cancer type and degree of spread and whether in treatment. In addition the use 
of an interpreter was collected for the Arab Australian participants. 
Participants’ socio-demographic and clinical data has been previously described 
in detail (Alananzeh, Levesque, et al., 2018). For the purpose of this paper, age, 
gender, education level, country of birth and cancer type are reported. 
Health System and Information Needs 
The supportive care needs survey (SCNS-34), consisting of 34 items with five 
domains, was used to measure the participants’ unmet supportive care needs 
(McElduff, Boyes, Zucca, & Girgis, 2004). The domains are physical/daily living 
needs, psychological needs, patient care/support needs, sexuality, and health 
care system/information needs domains. The Health Care System and 
Information Needs domain was used to assess unmet needs related to 
information about disease, diagnosis, treatment and follow-up. This domain 
contains 11 items with a five-point Likert scale: 1=not applicable, 2=satisfied, 
3=low need, 4=moderate need and 5=severe need. As suggested by the authors 
(McElduff et al., 2004), scores are clustered with 1-2 indicating no need and 3-5 
indicating some need. The SCNS-34 has previously been translated into Arabic 
with Cronbach's alpha coefficients across the five domains ranging from .70 to 
.91 (Cheng, Wong, & Koh, 2015; McElduff et al., 2004). In the current study the 
Cronbach's alpha for the Health System and Information Needs domain was .92. 
 Chapter Six – Paper 3  129 
Informational Support 
Informational support was measured using a 13-item unpublished tool 
developed by one of the colleagues of JL to assess the number and variety of 
sources patients and caregivers may consult to find information about cancer or 
treatment. From a list of information sources (e.g. telephone information 
services, support or religious groups, GP) participants indicated whether they 
had obtained information from that source since their cancer diagnosis. Each of 
the 13-items had a ‘yes = 3’, ‘no = 2’ or ‘don’t know = 1’ response format. This 
tool was translated from English to Arabic language by an accredited translator. 
To make the tool items more understandable, more information were added 
between brackets in Arabic language to clarify each items (e.g. “family doctor” 
was added between brackets after “General practitioner” item). Higher scores 
indicated greater variation in information seeking behaviors. While no 
previously published psychometric information is available on this measure, in 
the current study the Cronbach's alpha for the total scale was .79. 
Qualitative Data 
Cancer survivor and family caregiver interviews 
Semi-structured interviews, with open-ended probing questions, were used to 
explore the experiences of Arab cancer survivors and family caregivers. 
Participants who completed the questionnaire and indicated their interest in 
participating in an interview were contacted by the principal researcher, who 
further explained the study. Participants were offered the choice of a telephone 
or a face-to-face interview with the bilingual Arabic-speaking researcher. 
Telephone interviews were selected as an option for participants who may not 
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have participated because of distance and for those who may be deterred by 
face-to-face interviews. Thirty interviews were conducted with cancer survivors 
and family caregivers. Of these interviews; eighteen were conducted with Arab 
Australians; and twelve with Arab Jordanians. Ten interviews were conducted 
with family caregivers and twenty interviews with cancer survivors. Only three 
participants chose to be interviewed by telephone. Interviews ranged from 26 
to 56 minutes. Participants were able to respond in the language of their choice 
(either English or in the Arabic language). All cancer survivors chose to be 
interviewed in Arabic and three Australian family caregivers chose to be 
interviewed in English. All interviews conducted in Arabic were undertaken by 
the researcher (IA) who is culturally congruent with the participants and fluent 
in both English and Arabic. BE undertook two of the Australian caregiver 
interviews in English, and IA conducted the remaining Australian caregiver 
interview in English. Recruitment of participants was undertaken until data 
saturation was met. The interview questions included for example ‘What in your 
experience are your greatest needs at the moment?’ and ‘What have you needed 
help with?’ 
For interviews not conducted in the English language, data were transcribed in 
the Arabic language and then translated into English by an accredited 
translator. To ensure accuracy of transcription/translation, these transcripts 
were re-checked against recordings by the principal researcher.  
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Data Analysis  
Quantitative Data 
Quantitative data were entered into SPSS Version 22.0 (IBM Corp, Released 
2013). Descriptive statistics were used to report sample characteristics and 
percentages for informational support. To assess for difference in information 
needs domain items and information sources, MANOVA was used to check 
statistical significance with a p value of < 0.05 considered statistically 
significant. 
Qualitative Data 
All interviews were digitally recorded, transcribed and translated verbatim by 
an accredited translator. Credibility of the qualitative data was enhanced as the 
primary researcher (IA) reviewed the de-identified recordings and transcripts 
for accuracy of translation. The data were reviewed and coded by multiple 
researchers. The primary researcher (IA) and the co-author (CK) coded the 
Australian data set and the primary researcher and the co-author (JL) coded the 
Jordanian data set. Both the Australian and Jordanian data sets were then re-
checked by the other co-authors (BE and LR). All transcripts were studied 
individually by each author, with each transcript read at least once in its 
entirety to gain a sense of the content. The transcripts were then reviewed line-
by-line and words, statements, or paragraphs pertaining to the study objectives 
were coded. Interpretation and clustering of the codes resulted in the 
emergence of patterns and categories which were confirmed by all authors 
(consensus reached).  
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Ethics 
The South Western Sydney Local Health District (HREC/15/LPOOL/459), 
Western Sydney University (H11469) and King Hussein Cancer Center (15 
KHCC 93) Human Research Ethics Committees approved the study. All 
participants in this study were fully informed of the research aims and provided 
written informed consent. 
Findings  
The findings from the quantitative data which measured Arab cancer survivors’ 
information needs and sources of information are presented first, followed by 
the findings from the qualitative data (interviews).  
Quantitative results: Arab cancer survivors’ information needs  
Table 2 presents the results of the 11-item Health System and Information 
Needs domain from the SCNS-34. Overall, information needs were not 
significantly different between the Arab Australian and Arab Jordanian 
participants (F = 20.21; P = .316) however, item level analysis revealed Arab 
Australian survivors expressed a desire for more information about managing 
their illness and side effects at home (MANOVA, F = 5.02; P = .027), explanation 
about tests (MANOVA, F = 5.92; P = .016) and the benefits and side-effects of 
treatments before making choices (MANOVA, F = 4.27; P = .041).  
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Table 2: Comparison of Health System and Information Needs 
 Australia  
(n=66) 
Jordan 
(n=77) 
p 
Health system and information needs, overall mean 
(SD)  
48.17 (19.1) 43.80 
(30.2) 
  .316 
1. Being given written information about the important 
aspects of your care 
3.17 (1.3) 2.87 (1.5) 0.206 
2. Being given information (written, diagrams, 
drawings) about aspects of managing your illness 
and side-effects at home 
3.32 (1.3) 2.78 (1.2) 0.027* 
3. Being given explanations of those tests for which you 
would like explanations 
3.33 (1.3) 2.75 (1.5) 0.016* 
4. Being adequately informed about the benefits and 
side-effects of treatments before you choose to have 
them 
3.36 (1.3) 2.87 (1.5) 0.041* 
5. Being informed about your test results as soon as 
feasible 
2.80 (1.2) 2.74 (1.5) 0.783 
6. Being informed about cancer which is under control 
or diminishing (that is, remission) 
2.79 (1.2) 2.69 (1.5) 0.666 
7. Being informed about things you can do to help 
yourself to get well 
3.12 (1.3) 2.86 (1.5) 0.258 
8. Having access to professional counselling (e.g. 
psychologist, social worker, counsellor, nurse 
specialist) if you, family or friends need it 
2.85 (1.3) 2.58 (1.3) 0.236 
9. Being treated like a person not just another case 2.27 (1.1) 2.56 (1.3) 0.152 
10. Being treated in a hospital or clinic that is as 
physically pleasant as possible 
2.27 (1.0) 2.55 (1.4) 0.177 
11. Having one member of hospital staff with whom you 
can talk to about all aspects of your condition, 
treatment and follow-up 
2.91 (1.3) 3.03 (1.5) 0.623 
Note: SD = standard deviation 
*p < .05 
Quantitative results: Information-seeking patterns 
Table 3 illustrates the sources of information accessed among Arab cancer 
survivors. Overall, Arab cancer survivors obtained information most frequently 
from the internet (45.5%), general practitioner (39.2%) and telephone 
information service (21%). However, distinct patterns were observed within 
each country. Specifically, Arab Jordanian participants were more likely to seek 
information from a variety of information sources compared to the Arab 
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Australian group. The most frequently reported source of information among 
Arab Jordanians was the internet (44.2%) and telephone information service 
(31.2%). The least frequently reported cancer information sources among both 
groups were government organisations (4.9%); physiotherapy (9.8%) and 
workshops (9.8%). 
Table 3: Sources of Information Support 
 Overall 
(n=143) 
Australia  
(n=66) 
Jordan 
(n=77) 
p 
Information (Instrumental) Support, %     
Internet 45.50 47.00 44.20   .92 
General practitioner (GP)  39.20 57.60 23.40 <.001 
Telephone information service (telephone-
based information & support service)   
21.0 9.10 31.20 <.001 
Dietitian  20.30 15.20 24.70   .05 
Religious Organisations 16.80 13.60 19.50   .31 
Counselling services (e.g., social worker, 
psychologist, Centacare, lifeline)  
16.1 9.10 22.10   .01 
Telegroup counselling (telephone-based 
support group) 
12.6 1.50 22.10 <.001 
Support Group  11.20 10.60 11.70   .13 
Cancer connect (one-to-one support form a 
volunteer cancer survivor) 
10.5 6.10 14.30   .015 
Workshops  9.80 9.10 10.40   .34 
Physiotherapy  9.80 7.60 11.70   .78 
Government Organisations  4.90 3.00 6.50   .32 
Others 0.00 0.00 0.00  
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Qualitative Findings 
Four themes emerged from analysis of the data that related to Arab information 
needs and preferred sources of information: 1) Limited information; 2) 
Breakdown in communication channels; 3) Resorting to “Dr Google” for health 
advice and; 4) Seeking clarification and confirmation.  
Limited information  
The Australian and Jordanian patients and their caregivers felt that they were 
provided with limited information about the disease, the treatment process, and 
the expected side effects of different cancer treatments (such as radiotherapy 
and chemotherapy). While they were provided with some education on how to 
manage certain situations such as a fever, they felt that they were not always 
informed about treatment processes; leaving them in the ‘dark’. 
“The coming days I will start with the radiotherapy ray phase, and I have 
no idea about the side effect of radiotherapy” (Jordanian Patient 1). 
“We’re going to start him on chemo - I think it was within the week of us 
finding out. But letting us know what's expected. What to expect or what 
could possibly happen. I know they do a cancer education, but in that they 
basically tell you if you get a fever what to do, what to eat and what not to 
eat and so on and so forth.  But for example my dad now has to do a blood 
transfusion no one told us about that right” (Australian Carer 10). 
Almost all the participants stated that they would have liked to have received 
more information and for this information to be contextualised to their 
situation. They wanted detailed and specific information about the actual 
diagnosis (i.e. disease/organ involved), the treatment process and the recovery 
journey.  They did not want technical explanations. They were disappointed in 
that health care providers generally provided them with what they considered 
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to be basic information and when they were provided with written information 
about their disease, the explanations were too scientific.  
“They asked me to visit the doctor to get the appropriate information and 
while visiting him he gave me general information about what is healthy, 
like eating vegetables such as broccoli and cauliflower. I think its general 
information, everyone knows that vegetables are healthy, I need more 
specific information” (Australian Patient 7). 
“They gave us booklets of what it is and stuff.  But I mean look each person 
I think learns or understands something in their own way where it was 
very technical, the book that was given to us where it discussed prostate 
cancer and stuff.  Where I need - like I wanted more definite answers” 
(Australian Carer 11). 
In addition, participants felt that health care providers were concealing 
information through ambiguity within their communication. While other 
participants felt that some patients/families were not fully informed about the 
support services that were available to them. The limited information and 
ambiguity can potentially increase stress levels among cancer survivors and 
their family caregivers who may worry about cancer recurrence and their 
future.  
“They didn’t give me the full information about my sickness. I think that 
doctors usually don’t give the patient the whole image of his sickness. They 
hide things about the cancer that the patient have. They tend to 
ambiguous” (Jordanian Patient 5). 
“They told you that doctors here are honest and very clear in telling the 
patient details about his sickness while in my point of view they were 
ambiguous with me” (Australian Patient 7). 
Breakdown in communication channels 
For the Arab Australians, the perception that limited information was being 
provided seemed to be compounded by a breakdown in communication 
channels between patient/family and the health care provider. 
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“Translator deliver the message was absolutely horrible. My dad was my 
main concern. The way he heard it, he hadn't even sat down. Not even, ‘oh 
do you know why you're here? How are you feeling?  With this test’- 
nothing to break him into it, just literally delivered him with the bad news.  
Then the translator had to leave the interview or the appointment as soon 
as the news was delivered. ‘Oh, I have to go, I have got someone else to 
translate for’” (Australian Carer 10). 
The next issue was the format and timing of delivery of the information. 
Participants wanted to receive culturally appropriate information, in an easily 
digestible format and in their language of choice without medical jargon. Many 
preferred face-to-face oral communication over written forms of 
communication and for this to be delivered at an appropriate time so that they 
could absorb the information. A breakdown in communication channels was 
unavoidable when the timing of information was inappropriate, with 
participants “going home to cry” rather than read written information. 
“What I will benefit from the papers written in English? It was such bad 
attitudes. Do you think that the patient will return to his home and read 
the papers? They gave me papers, do you think that I will read it at home 
or I will went back home crying. The patient went back to his home with a 
confused brain as well he can't read or understand written information. 
Even if he read it he will rapidly forget it” (Australian Patient 6).  
“I would prefer it to be face to face, I consider it better somewhat it has a 
kind of encouragement, where the speech goes seriously and not only 
something written” (Australian Carer 8).  
“I think that terminology, like not everyone's a doctor. You might be an 
intelligent person, but if you haven't studied in that field you're not going 
to know what they're talking about” (Australian Carer 10). 
This seemed to indicate that Arab cancer survivors and their family caregivers 
were being provided with a lot of information however presently it was not in 
the right format or at the right level leading to a breakdown in communication. 
Resorting to “Dr Google” for Health Literacy Advice 
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Many of the Australian and Jordanian patients and family caregivers felt ill-
equipped to manage their condition and because of these gaps in their 
knowledge they resorted to the internet for health advice. “Dr Google” became 
the fall back for further research and specific information on their health 
problems or illnesses. Participants indicated that the main reason they used the 
internet as a source of information was because of its accessibility. 
“I search all the time on the internet. I like do so because the internet is 
opened without appointment like the doctors” (Jordanian Patient 6).   
“…never ask people, I take the information that I need from the Internet. I 
search more and more till I find my needs” (Australian Patient 13). 
The internet provided a plethora of information with individuals sharing 
personal stories and other points of view on their experience with their 
condition. Participants found this very helpful. Some searched for experiences 
that were similar to their own for advice and solace.  
“From Google. In Google you can read more because many people give and 
share their point of views. Usually I try to find which one close to me then I 
take it” (Australian Patient 2). 
Arab family caregivers also revealed that the internet was of greater assistance 
than written brochures. 
“I didn't want to carry brochures and get brochures from them; I just go to 
Google and just Google my question and then whatever.  It's not a 
particular website that I rely on and I go to it (Australian Carer 11). 
“I go to Google, and I type the type of cancer and I just look at it and some 
patients, they talk about their story with this cancer. Yes, yes. I found it 
useful” (Australian Carer 15).  
Family caregivers from Australia and Jordan also revealed that they used the 
internet to search for alternative remedies/treatments as adjunctive support 
(despite the cost). 
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“I was searching about some natural product which can help him to cure, 
like when I bring a plant from Thailand” (Australian Carer 17). 
“…I tried to look for something that maybe help him in treatment, like 
alternative medicine or herbal medicine, and I used some of them beside his 
chemotherapy treatment…despite the high cost” (Jordanian Carer 11). 
Arab participants were using the internet for various information needs such as 
medical information, peer support and alternative medicines. The internet was 
potentially fulfilling several information needs that the health care services 
were not adequately meeting. 
Seeking clarification and confirmation  
While both patient groups accessed the internet, the Jordanian participants used 
the internet more frequently as an information source. However, both groups 
still sought clarification and confirmation of the information they obtained from 
the internet from their family doctors (GPs) or cancer specialists at their next 
appointment. The doctor or specialist was still positioned as the ‘expert’ and the 
most credible, reliable source of information for health advice. For the Arab 
Australians, they also had a preference for an Arabic-speaking general 
practitioner who spoke their language.  
“I don’t think that there is someone else can answer my questions, and no one can 
know what the doctor knows” (Australian Carer 17). 
“No, I wasn't that sure about the information of the internet, I trust the 
information that I got from the doctors more. But the internet is available 
all the time so I tend to use it” (Jordanian Patient 6).  
“I ask the family doctor because I can understand him, he is Lebanese and 
speak my language and I feel that he is close to me so he can understand” 
(Australian Patient 18). 
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A family caregiver also explained that they used the internet to Google further 
information but then checked and confirmed the veracity of this information 
with the specialist. The family caregiver used the doctor as a safeguard. 
“Just on the internet, you know, it's what the doctor told me is the same 
information and pretty much it was the same information, it is life 
threatening, it is treatable? At what stage it is? All these kind of questions 
that I looked up on the internet and took some information and asked the 
doctor” (Australian Carer 15).  
Discussion 
This study aimed to fill an important gap in the literature by identifying the 
information needs that Arab cancer survivors and their caregivers might 
experience during the cancer journey. In addition this study identified the 
common information sources accessed by Arab cancer survivors and their 
family caregivers.  
The quantitative findings revealed that Arab cancer survivors and their family 
caregivers reported unmet information needs, particularly related to their 
disease, test results, treatment options and side effects. The qualitative findings 
strongly complement the quantitative results, with Arab cancer survivors and 
their family caregivers reporting information needs related to important 
aspects of patient care, information (written, diagrams, drawings) about aspects 
of managing illness and side-effects at home and explanations about the 
diagnostic tests.  
The results also suggest there are more similarities than differences in 
information needs for native and migrant Arab cancer survivors. Interestingly, 
although there were statistically significant differences between groups for 
some information needs, mean scores were generally low, indicating that 
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overall participants had little need for help in obtaining information. thduring 
interviews, participants from both groups reported concerns about not 
receiving enough information. These findings provide further support that Arab 
cancer survivors and their family caregivers are indeed interested in having 
more information about their cancer. 
These findings are especially interesting when compared with an earlier study 
with Arab cancer survivors and their family caregivers in Australia which found 
that Arab participants reported a need to learn more about their disease, the 
various treatments available and side effects of treatment (Butow et al., 2013). 
The need for more cancer-specific information is an important need, but is often 
unmet (Alananzeh, Levesque, Kwok, & Everett, 2016; Butow et al., 2013; 
Goldstein et al., 2014; Mitchison et al., 2012). Likewise, cancer survivors in 
general have also reported high needs for cancer-specific information (Kent et 
al., 2012; Kwok & White, 2014; Lim, Butow, Mills, Miller, & Goldstein, 2016) 
including more treatment-related information such as treatment options and 
treatment side effects (Halbach et al., 2016; Ladd, 2016; Lim et al., 2016). 
Furthermore, participants in this study were more likely to seek information 
about routine cancer diagnostic tests, a finding in agreement with Asare et al. 
(2016) which showed that African-American cancer survivors in the United 
States reported higher levels of information needs in relation to cancer 
diagnostic tests and results than White Americans (Asare et al., 2016). Taken 
together, the evidence suggests that there are specific elements of information 
needs for migrant patients with cancer that remain unmet. 
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This study revealed that communication difficulties were a source of frustration 
for most Arab-Australian cancer survivors who faced major challenges in 
understanding the information provided in a written format and when given by 
health care providers, who often used jargon. These findings are consistent with 
those of previous studies which reported cancer survivors with limited English 
proficiency experienced communication difficulties with health care providers 
and greater unmet information needs (Butow et al., 2011; Mitchison et al., 2012; 
Shaw et al., 2016; Sze et al., 2015). 
There was a preference for spoken rather than written information, even if 
written information was in the Arabic language. Oral communication was also 
the preferred mode of delivery of health information/health advice from health 
care providers. This is consistent with findings from Hamrosi, Raynor, and 
Aslani (2014) who found that both health care providers and patients preferred 
oral information more than the written information. This might be not only 
because of language barriers but also because Arab are more likely to trust 
information which is provided during face-to-face meetings between patient 
and HCPs (Saha, Beach, & Cooper, 2008). While this preference may be easily 
accommodated in the Jordanian context, this was much harder to achieve in the 
Australian context, highlighting the additional challenges for migrant patients 
(Hyatt et al., 2017; Mitchison et al., 2012). 
In terms of the sources of information accessed and used by Arab participants 
(Table 3), Australian participants were less likely to seek information from 
multiple sources than their Jordanian counterparts. A possible explanation may 
be that apart from language barriers, Arab Australians may have had further 
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difficulties in navigating the Australian health care system and finding 
alternative sources of information. Similar findings were reported in a recent 
Australian study that found participants who were overseas-born and who did 
not speak English as their first language reported greater difficulty with 
establishment of relationships with health care providers, navigation of the 
healthcare system, and finding or understanding health information 
(Beauchamp et al., 2015). These findings are also consistent with the 
experiences of Chinese immigrants in Australia who reported a lack of 
knowledge about cancer and difficulty in navigating the health system (Kwok & 
White, 2011). 
In accordance with the findings of other studies (Ladd, 2016; Spring, 2014; Wen 
et al., 2014) this study highlighted that both Arab Australians and Arab 
Jordanians preferred to receive information from the internet, general 
practitioner and the telephone information service as their main sources of 
information. While participants saw the internet as the most accessible source 
for information, it was encouraging that they did not believe it was the most 
credible source of information (Ladd, 2016) with participants trusting their 
doctors (specialist and general practitioner) as the most credible source for 
cancer information compared to all the other available information sources 
(Mitchison et al., 2012; Shea-Budgell, Kostaras, Myhill, & Hagen, 2014). In a 
study by Shea-Budgell et al. (2014) cancer survivors also identified the doctor 
or health care provider as the most trusted source of information, followed by 
the internet, family and friends (Shea-Budgell et al., 2014). Ladd (2016) also 
reported that cancer survivors were more likely to source health information 
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from their doctor or health care provider (80.5%), followed by the internet 
(23.0%) and cancer organisations (17.7%). 
In the current study Arab-Australian cancer survivors utilized their Arabic-
speaking general practitioners rather than their English speaking oncologist. 
This result may be explained by the fact that Arab cancer survivors and their 
family caregivers believe their Arabic-speaking general practitioner has the 
ability to understand the different dialects of the Arabic language, and their 
social and cultural background. This may be reflective of the limited access to 
specialist doctors or the limited capacity of some specialists to provide this type 
of linguistically and culturally appropriate information despite having more 
specialized knowledge (Ahmed et al., 2015; Butow et al., 2011; Wen et al., 2014) 
while general practitioners may be better able to meet the need for the 
preferred face-to-face oral communication. 
Strengths and limitations 
This study had a number of limitations which need to be considered when 
interpreting the findings. First, the quantitative data were self-report and thus 
may have been subject to reporting bias. Second, although all of the Australian 
cancer survivor participants were first-generation immigrants, their length of 
residence ranged from 2-50 years making it difficult to generalize these findings 
to all Arab migrants. Lastly, the source of information tool is a relatively new 
tool without established psychometric properties. 
A particular strength of this study was that the principal researcher shared the 
Arab culture and language of the participants, which helped to establish a 
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trusting relationship and led to the collection of rich descriptive data. However, 
as all of the Arab Australian cancer survivors were overseas born, the findings 
may not be applicable to Arab cancer survivors who were born in Australia.  
A further strength of this study was the comparative design which enabled us to 
compare the information needs and preferred sources of information of Arab 
Australians and Arab Jordanians. This was helpful in exploring the impact of 
language on information needs and in the current study, while English-language 
proficiency of the Australian participants impacted on communication with 
healthcare providers, nevertheless lack of information about cancer, its 
treatment and side effects were common to both groups suggesting healthcare 
providers need to target these areas. 
Conclusion 
This study examined the information needs and sources of information used by 
Arab cancer survivors and their family caregivers. This study demonstrates that 
there are many unmet information needs during the cancer journey, particularly 
in the provision of disease-specific information, treatment options, test results 
and side effects. While doctors were the preferred source of information, Arab 
cancer survivors and their family caregivers are turning to the internet for 
information even though they do not report high levels of trust for this source, 
suggesting supportive care services from hospitals should be encouraged to 
develop and frequently update cancer disease and treatment side effect 
information on their web sites. HCPs also need to direct cancer survivors and 
their family caregivers to reputable cancer web sites to access information. 
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6.3 Summary  
This chapter consisted of a paper that focused on the unmet information needs 
among Arab cancer survivors. The findings suggest that the information needs 
and the communication barriers with the HCPs were commonly reported unmet 
needs by the Arab cancer survivors. Both quantitative and qualitative findings 
were consistent in highlighting the lack of information among Arab cancer 
survivors and the use of the internet (Dr Google) as one of the main information 
sources. The following chapter presents the fourth published paper “Arab 
migrant cancer survivors’ experiences of using healthcare interpreters: A 
qualitative study”. This paper explored the communication barriers and the 
communication issues which can occur in the Australian healthcare system 
when professional interpreters are used with Arab cancer survivors.
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CHAPTER SEVEN 
Results Paper 4 – Experiences 
7.1 Introduction 
Healthcare interpreters are crucial in ensuring effective communication 
between cancer survivors and healthcare staff who do not share the same 
language. The purpose of this qualitative design paper is to highlight the 
importance of understanding Arab cancer survivors’ experiences of using 
interpreters when engaging with health care providers. The professional 
interpreter’s skills in language and medical terminology, their dialect, and the 
accuracy of their translation were considered important by Arab participants. 
7.2 Paper 4 
The following paper appears in the Asia Pacific Journal of Oncology Nursing 
(2018): Alananzeh, I., Ramjan, L., Kwok, C., Levesque, J. V., & Everett, B. Arab 
migrant cancer survivors' experiences of using healthcare interpreters: A 
qualitative study. Asia Pacific Journal of Oncology Nursing. doi: 
10.4103/apjon.apjon_19_18.  
The following is the word version and appendix D contains the published 
version. 
Abstract 
Purpose: This paper is drawn from a larger mixed-method study that sought to 
explore the cancer experiences of Jordanian and Australian Arab cancer 
survivors and their family caregivers. This paper specifically focuses on the 
experiences of the Australian cancer survivors and their use of interpreter 
services to communicate with health care providers (HCPs). 
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Method: Individual face-to-face interviews were conducted using a semi-
structured interview guide. Data were manually thematically analyzed using an 
inductive approach. 
Results: Three key themes were identified which highlighted the 
communication issues Arab migrant cancer survivors experienced when using 
healthcare interpreters: (1) ‘My language is weak’- needing someone to help 
them when communicating with their HCPs; (2) ‘I had a problem in the dialect’- 
the need to understand and to be understood by the interpreters and; (3) ‘I felt 
all the time that there is something missing’- not being heard by the interpreter. 
Low confidence in engaging and using the English language meant many cancer 
survivors were reluctant to seek support from cancer services or attend 
workshops conducted in the English language. Despite the presence of 
professionally trained healthcare interpreters’ in health-care communications, 
cancer survivors were frustrated when provided with interpreters who did not 
speak the same dialect, causing linguistic and cultural discord. This created 
confusion as information was often misinterpreted resulting in the delivery and 
receipt of mixed messages. 
Conclusions: Despite the availability of professionally trained health care 
interpreters, our findings identified the need for HCPs to ascertain linguistic and 
cultural congruence when arranging interpreter services.  
Keywords: Arab, cancer survivor, interpreter, migrant, qualitative research   
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Introduction 
International migration has created countries with great ethnic and 
cultural diversity,[1] with current estimates that migrants account for 3.3 per 
cent of the world’s population.[2] Over recent decades, growth in migration has 
surpassed projections,[3] in part because of significant events such as the global 
financial crisis in 2008, the Arab Spring in early 2011, and the current conflict in 
the Syrian Arab Republic.[3] While many countries have witnessed increases in 
migrants, about half of all migrants are hosted by ten countries, with the United 
States alone hosting 20% of the global total.[4] As a percentage, this represents 
approximately 13% of the population of the United States, whereas 20% of 
Canada's population[5] and almost 30% of Australia's population are 
immigrants,[6] making these countries some of the most culturally and 
linguistically diverse countries in the world. 
While migration offers enormous benefits for migrants, their families and 
countries of origin,[3] planning for the effects of migration has often been 
neglected.[3] In particular, challenges remain in providing migrant-sensitive 
health care services which ensure migrants can overcome health system 
barriers, with sufficient skilled health care workers to manage the needs of this 
population.[7] An important element of such systems is the availability of 
professional healthcare interpreters. For patients with low levels of English 
language proficiency, engaging a professional interpreter not only helps ensure 
effective communication in healthcare consultations,[8, 9] but improves patient 
safety and quality of care,[10] reduces unnecessary health expenditure,[11] 
promotes access to healthcare[12] and reduces patient and family stress.[13] 
 Chapter Seven – Paper 4  154 
However, interpreting services are not always used when available[14] and 
organizational difficulties such as providing interpreters who speak a specific 
language dialect,[13] or are acceptable to the patient based on gender or ethnic 
background[15] are commonly cited challenges which increase the risk of 
migrant patients receiving poor quality healthcare.[15, 16]  
A number of studies also report patients' dislike of speaking through an 
interpreter as they can 'lose their train of thought',[17] feel 'sidelined' when 
involved in conversations with healthcare providers (HCPs) and interpreters,[18] 
and meaning and information can be lost in the translation.[12] For example, in a 
study which analysed the original utterances between HCPs and patients when 
using interpreters, only less than half (46%) of HCPs’ talk was translated into 
the patients’ language.[9] 
Similar findings have been reported in an Australian study[19] comparing 
oncology consultations of immigrants with and without interpreters versus 
Anglo-Australian patients. In this study, 20% of immigrant patients' emotional 
and informational cues were not translated by the interpreters. Further, 
oncologists spent less time providing cancer related information to 
immigrants.[19]  
Immigrants who are not proficient in the dominant language of their host 
country often struggle to communicate with HCPs and have poorer health 
outcomes.[20] This is particularly true for immigrant cancer survivors who have 
a poorer quality of life, worse psychological status and higher unmet supportive 
care needs than other cancer survivors, with communication barriers and lack 
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of access to health professionals who speak their language accounting for most 
of these needs.[21] 
Despite Arabs comprising the second largest non-English speaking 
background ethnic group in Australia,[6] a recent study revealed Arab migrant 
cancer survivors who had been living in Australia for up to 50 years still had a 
poor understanding of the health care system and significant information 
needs[22]. In this paper, we aim to understand the Arab cancer survivors’ 
experiences with healthcare interpreters. This aim originated from unexpected 
findings which emerged during the qualitative data analysis, which was initially 
collected for other purposes. 
Methods 
Research design 
This paper presents the Australian qualitative findings from a larger 
mixed methods study that sought to explore the unmet needs of Jordanian and 
Australian Arab cancer survivors and their family caregivers (Alananzeh, Kwok, 
Ramjan, Levesque, & Everett, 2018; Alananzeh, Levesque, et al., 2018). 
Interviews were undertaken between March 2016 and January 2017 with Arab 
cancer survivors. A semi-structured interview guide was developed to explore 
their experiences of unmet supportive care needs (Table 1). The guide was pilot 
tested on three Australian participants for cultural acceptability prior to use. 
The Australian interviews included additional questions related to being a 
migrant living with cancer. Using a qualitative exploratory design this paper 
specifically focuses on the Australian Arab cancer survivors’ experiences of 
health care interpreter services. This paper follows the consolidated criteria for 
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reporting qualitative research 32-item checklist.[23] The Australian study 
received ethical approval from the South Western Sydney Local Health District 
(SWSLHD) Human Research Ethics Committee (HREC/15/LPOOL/459) and 
Western Sydney University (H11469). 
Sampling and recruitment method 
Arab adult cancer survivors up to five years post-diagnosis, with any type 
of cancer, aged 18 years or older and able to read and/or speak English or 
Arabic were invited to participate in the study. For the purpose of this study, we 
used the National Institutes of Health[24] definition of cancer survivor to mean 
the period from the time of diagnosis until the end of life. 
Prospective participants were initially approached by cancer nurses 
working in two tertiary referral cancer therapy centres or by leaders of two 
Arabic community and religious organizations.The doctoral candidate 
presented the study aim, eligibility criteria, the consent process and the possible 
benefits of this study to clinicians at the cancer therapy centres and to leaders 
and community members at the Arabic community and religious organizations. 
Copies of the study brochure and participant information sheet and the contact 
details of the researchers were provided to clinicians and community leaders. 
All written study information was available in English and Classical (Qur’anic) 
Arabic (the official written language for Arabic). If prospective participants in 
the cancer centres expressed interest in the study, their contact details were 
provided to the doctoral candidate by the nurses. Similarly, those recruited 
through community organizations were only contacted if they agreed that their 
contact details could be provided to the researchers by the community leader. 
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Participants who agreed to be interviewed were asked to pass on the study 
details to friends and family members who they felt might also be interested in 
participating (snowball sampling). 
Study Setting 
The study was undertaken in South Western Sydney, Australia, an area of 
significant cultural and linguistic diversity with almost three quarters (74.1%) 
of the population speaking a language other than English at home[6]. Arabic is 
the second most common language spoken in this region after English.[6]  
Data collection and Data analysis 
Face-to-face interviews were conducted with Arab Australian cancer 
survivors. All participants were interviewed individually in a private room (i.e. 
interview rooms in the cancer centre and the community organizations). 
Interviews ranged from 26 to 56 minutes.  
The primary researcher (IA), a male doctoral student fluent in both 
English and Arabic conducted all interviews in Arabic. Field notes were 
undertaken during the interviews to capture the nonverbal cues and the 
environmental context. The doctoral student received regular feedback and 
support on interview technique from his supervisory panel (experienced 
researchers). To help establish rapport, enhance trust and attain prospective 
participants' interest,[25] the interviewer made initial contact (telephone and 
face-to-face) in Arabic. This also ensured the interviewer and participants were 
able to understand each other’s dialect. All interviews started by inviting the 
participants to “tell their story”, an approach which not only helps build rapport 
but shows respect for participants' experiences.[26] Whilst being able to speak 
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Arabic made the interviewer linguistically competent, care was taken to not 
assume “insider” status because of the significant diversity, including cultural 
and religious orientation, within Arabic communities.[26] The interviewer 
ensured he was culturally sensitive by being sincere and respectful of 
participants' experiences and beliefs when talking about their cancer 
experience, and emphasizing confidentiality. Interviews were conducted until 
the research team determined data saturation had been achieved.  
Interviews were digitally recorded and then transcribed and translated to 
English by a certified translator. The transcripts were not returned to 
participants for comment. The transcripts were checked by the first author (IA) 
against the audio recordings to ensure accuracy of the translation process. 
Initially, three authors (IA, JL and CK) manually analyzed the transcripts 
thematically using an inductive approach.[27] Thematic analysis involved a 
number of steps. The first step was familiarization with the data, whereby each 
author read the transcripts multiple times. Once familiarization occurred, codes 
were generated which were then clustered into broader themes. The themes 
were revised and refined until consensus was reached among the three 
authors.[27] To ensure the rigor of the analysis two co-authors (BE and LR) 
appraised the analysis process in the audit trail, confirming that all possible 
codes/themes had been identified. To maintain confidentiality and privacy of 
participants’ identity, pseudonym names were used in the quotes.  
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Results 
Eleven cancer survivors agreed to take part in face-to-face semi-structured 
interviews to discuss their experiences of unmet supportive care needs. There 
was no participant withdrawal from the study. All participants were first-
generation immigrants—five participants were women and six were men, with 
ages ranging from 44 to 80 years. Most of the participants were diagnosed with 
prostate cancer, breast cancer and spinal cord cancer (Table 2). Three main 
themes emerged from the thematic analysis of the interview transcripts, 
highlighting Arab migrant cancer survivors’ experiences of interpreter services 
in healthcare communication. 
‘My language is weak’—Needing someone to help 
Language was described as a prominent barrier in healthcare 
communication. Many participants in this study revealed that their limited 
proficiency in the English language, affected their confidence to not only engage 
with healthcare services in general, but to communicate in the English language 
with HCPs. Mohammed felt that the language barrier prevented him from 
getting his message across to HCPs. Miscommunication in healthcare is more 
likely to occur when the recipient does not understand the speakers’ intended 
message.  
I think that my poor language will never help me to do the communication 
in a good way. Language is a big barrier sometimes. Because my English 
language is not that good … My language is weak and I can't communicate 
with them [HCPs] easily because of my poor English (Mohammed). 
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I am living with the Australian community so the language is the first 
barrier (Hussin). 
I can’t speak English so I need somebody to help me with this issue (Sara). 
I prefer the Arabic language and Arabic doctor is better. Because he can 
understand me and I can understand him more than the western doctor 
(Ahmed). 
Having limited English was a further challenge for participants who sought 
information about available cancer support groups and wanted to participate in 
cancer workshops. One participant who was a doctor in his origin country 
shared how his poor language skills and limited confidence in his abilities 
prevented him from attending any of the cancer information workshops 
organized by the health service. 
They are many organisations for cancer patients, but my English language 
it is not very good, I can only communicate a little bit (Hussin). 
Mohammed also shared his experiences attending the health information 
seminars and the difficulties he faced with translation of the information being 
discussed: 
There are many seminars and discussions about cancer but the translation 
of such seminars or discussion prevented me of attending. So that is the 
reason nothing else. I had a problem in the translation as well as the 
concentration during the seminar (Mohammed). 
While some of participants reported they felt their English language skills 
were good, they also highlighted the problems they continued to face in 
expressing their needs and in understanding medical terminology. Participants 
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talked about their preference for using the Arabic language even when they had 
good English language proficiency. 
With my language [Arabic] I can deliver what I want in a better way, and 
there is many things can't be expressed in English, every language has its 
vocabulary, but for me I prefer talking with Arabic (Ahmed). 
Was not good experience, she (doctor) was talking with me in English 
language. I am very good in English, nevertheless in the medical 
expressions, I had a problem. It’s better using Arabic, because in English it 
will be just like collecting data and taking information that are stipulated 
in the papers (Amal). 
To enable communication with HCPs, participants were seeking help from 
family members who had better English language skills, and from professional 
interpreters.  
One of my kids usually come with me, they translate everything to me 
(Hussin). 
One of my sons is excellent in English and he accompanied me in every 
appointment (Mohammed). 
The interpreter was translating for me because my English is poor (Fatima). 
The sentiments expressed by participants suggested that inadequate 
English language skills contributed to lack of confidence and comfort in 
expressing their feelings and needs, and hindered their attendance at health 
information workshops. Low confidence levels and limited proficiency in the 
English language may be significant deterrents impacting on Arab migrant 
cancer survivors’ ability to seek information and support from cancer support 
services. 
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‘I had a problem in the dialect’—Needing to understand and to be 
understood  
Participants emphasized the need to use interpreters who spoke the same 
Arabic dialect and described how using interpreters with different dialects 
resulted in not being able to understand what the interpreter was trying to say, 
or understanding some words incorrectly. The subtle nuances of language 
cannot always be translated literally and can differ depending on dialect used 
within a region. 
There was a problem with translation. The translator there was from 
Lebanon and I am Egyptian and there are many differences between the 
two dialects. At first the translator was a Lebanese lady, but I asked them 
to change her, I wanted an Egyptian one. I can’t understand her, for 
example “badana” mean “start” for Lebanese people but for Egyptian mean 
“finished” (Ali). 
Hadeel, an Iraqi cancer survivor, shared how hard it was for her to 
understand the Egyptian dialect of the healthcare interpreter. 
With the Egyptian translator I had a problem in the dialect. Yes, I couldn’t 
understand everything. The Egyptian dialect is hard to understand. Yes, 
you know it’s very hard to understand Egyptian dialect. I can understand 
you [Jordanian interviewer] for example nevertheless you are not a 
translator but your dialect is understandable (Hadeel). 
As a result of the different dialects and nuances some participants felt that 
it was hard for the interpreter to convey the meaning of the conversation, 
resulting in incorrect translation.  
I think he couldn’t convey the meaning, he was trying to convey what I am 
saying nevertheless he couldn’t do it successfully (Fatima). 
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What I am trying to tell you is that he was trying to translate the meaning 
while translating but he couldn’t do such. I didn’t say it was a bad 
translation no, I mean that the translation didn’t give the correct meaning. 
Sometimes the translation was inaccurate (Ali). 
Despite the availability of professional healthcare interpreters, the need to 
understand—and to be understood, was expressed by the participants in the 
study and for some, resulted in inaccuracies which affected translation quality.  
‘I felt all the time that there is something missing’—Not being heard 
Some of the participants expressed frustration with the healthcare 
interpreter. They felt that the interpreter was not always listening to what they 
were saying. Interpreters were talking about the situation and exchanging 
opinions with doctors as if they were the actual cancer survivor without seeking 
the cancer survivor's input. This caused some participants to feel that the 
interpreters were careless and not listening to them.   
They should listen to you and ask you what do you need and check if you 
understand him, but they are not doing that, they take one word from the 
things you are telling them and talk to doctors as [if they are] the patient 
(Ali). 
While Ali acknowledged the interpreters were ‘only doing their job’ he also 
shared how he was not allowed to finish saying what he wanted to say and felt 
the interpreters lacked “humanity”. 
I have noticed that the interpreters they are only doing their job but there is 
no humanity. They didn’t let you finished your speech. It was a problem in 
the human side as well as the medical side (Ali). 
Fatima and Hadeel explained that the interpreter skipped words, often not 
translating messages correctly. As Fatima could understand some English, she 
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also felt that the interpreter was not accurately conveying information received 
from the oncologist as well. Both also reported that they felt that the interpreter 
“hid” information so as not to worry them. 
Honestly speaking, while dealing with the Australian doctor, the translator 
was skipping words, and sometimes he was careless in translating what I 
was saying. I felt all the time that there is something missing while 
translating, I felt that all the time. I can understand English a little bit 
(Fatima). 
I think that she skips something, as she think that it’s better not to tell me 
bad things (Hadeel). 
Not being heard was similarly highlighted by Manal who, despite insisting on 
being provided with her biopsy results, was frustrated by her doctor’s reluctance 
to provide this information because her husband was not with her. Manal 
explains:  
I picked up the result to my doctor, we were in Ramadan, she preferred to talk 
to my husband, I insisted on her to tell me. Anyway, I can't speak English very 
well, but my son aged 14 years talk to her, and he gave me a look of fear where 
I felt that there is something went wrong, he told me to be strong and don't be 
fright if I have a cancer, and I will be treated to until I get better, then I felt 
that they are hiding something and they wont to tell me about, then my doctor 
told me that I'm infected with cancer. 
We are unclear as to the details of the conversation that took place between 
Manal’s son and the doctor and how it was framed. However, what is clear is that 
the doctor's reluctance to initially provide Manal with her diagnosis caused her 
to feel information was being hidden from her. The doctor must have ultimately 
conveyed this information to Manal's son, which caused him to look at his mother 
with fear, and for Manal to then believe that the doctor and son were hiding 
something from her. 
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The sense of not being heard or, information being hidden was explicitly 
stated to varying degrees by four participants. Their identity as migrants with 
cancer and living in an English speaking country positioned them within the 
context of a vulnerable and minority group. These findings identify how 
important it is for health care professionals to understand the communication 
challenges faced by migrant cancer survivors who use interpreter services, 
particularly in terms of interpretation quality and linguistic congruence. 
Discussion 
Low levels of confidence in using English was highlighted by Arab migrant 
cancer survivors’ in this study and for some, meant they were reluctant to 
engage in and access support services. There was also a level of frustration with 
not being able to use their native language (Arabic) to communicate their 
message directly with HCPs. Our finding are consistent with other studies which 
report migrants,[20, 28] including Arab cancer survivors[21, 29] with low English 
language proficiency, being deterred from seeking health information. This was 
evident in this study with participants stating that language was a barrier to 
seeking information about cancer support groups and participating in cancer 
workshops.  
Despite some participants stating their English language skills were ‘good’ 
and that they could understand some English, they still reported a need for help 
from family members to overcome their low confidence when speaking in 
English. Speaking and understanding English such as that used in social 
interactions was not sufficient to enable participants to understand the medical 
terminology which can be challenging even for those who speak English 
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fluently.[29, 30] Arabs have strong commitment to family unity, and in this study, 
all but one of the participants were living within a very supportive family 
structure where everything was done for them, including language translation 
by younger family members born and educated in Australia. This could be 
problematic because there is no guarantee of the quality and accuracy of 
translation by family members.[29, 31] In a study of Arab migrants living in 
Sweden, participants preferred using family members to translate in 
uncomplicated care situations but when personal issues were involved, their 
preference was for an interpreter as they feared their issues could be ‘spread’ to 
others.[32] Participants also stated their preference for professional interpreters 
when important issues were discussed as they felt medical concepts might not 
be translated correctly by family members.[32] These concerns are particularly 
relevant when communicating with Arab cancer survivors given the shame and 
stigma associated with a cancer diagnosis[33] and the need to convey 
information that is needed to inform decision making related to cancer 
treatment and prognosis. 
Whilst using interpreters promotes communication between cancer 
survivors and HCPs, in this study Arab migrant cancer survivors experienced 
significant challenges when using interpreters to communicate with their HCPs. 
In this study setting, which is culturally and linguistically diverse, professional 
healthcare interpreters are available by prior appointment (pre-booked – either 
face-to-face or by telephone) or, in urgent cases, by telephone. Our findings 
clearly identified that many participants experienced significant issues with 
linguistic congruence and the quality of the interpretation. In particular, being 
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provided with a healthcare interpreter who spoke a different Arabic dialect was 
a source of frustration for several of the participants interviewed in this study 
and added a level of difficulty to understanding what the interpreter was trying 
to convey because of subtle nuances. The Arabic language is comprised of a 
collection of multiple dialects reflecting both geography and social class.[34] For 
example, the dialects of Saudi Arabia, Kuwait, United Arab Emirates, Qatar, 
Bahrain, and Oman are known as Gulf Arabic, while Egyptian Arabic covers the 
dialects of Egypt and Sudan. North African Arabic includes the dialects of 
Morocco, Algeria, Tunisia, Mauritania and sometimes Libya, and Levantine 
Arabic covers the dialects of Syria, Lebanon, Palestine, Jordan and Iraq. [34] The 
importance of Arabic dialects has previously been highlighted by Hadziabdic 
and Hjelm 32 where three quarters (75%) of the Arab migrants surveyed stated 
they felt it was important that an interpreter spoke the same dialect as them. 
Respondents also stated their preference for interpreters who shared the same 
origin and gender.[32] The same study found differences in Arabic dialects 
caused major misunderstandings between HCPs and cancer survivors , which 
made it difficult for cancer survivors to use healthcare interpreter services and 
increased the risk of inaccuracy in the translation.[32] Again, we found that 
similar issues were raised by our participants, with some words (e.g. “badana”) 
actually having a completely opposite meanings (start and finish). 
While the presence of professional interpreters during healthcare 
encounters cannot guarantee accurate translation,[35, 36] it was concerning that 
several participants shared examples of where they felt the interpreters had 
been inaccurate, skipped words, concealed information or did not listen to 
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them, resulting in sending incomplete information or questions from the 
participants to the HCPs. Hadziabdic and Hjelm 32 reported similar findings with 
75% of Arabic speaking respondents who had used healthcare interpreters 
stating that interpreters should literally interpret without making any 
judgments, and 60% reporting feeling uncertain whether what they said was 
correctly translated by the interpreter.  
Pope et al.37 explored conversations between pediatricians and patients 
with the use of interpreters and found that the most common interpreter error 
was forgetting to mention something said by the patient or by the pediatricians. 
Similarly, in a study designed to identify the characteristics and patterns of 
errors in Japanese–English interpretation during medical encounters, Anazawa 
et al. 38 identified two of the most common interpretation errors were adding 
unspoken words or sentences and omitting some of the spoken words or 
sentences.[38] Interestingly, omission-type errors were more likely to occur 
within socio-emotional exchanges where “small talk” and utterances used to 
facilitate conversation and communication between HCPs and patients such as 
"OK", "Uh-huh", "Yes", "I see" or "Is that right" were omitted. Anazawa, et al. 38 
suggested interpreters might have considered these small utterances irrelevant 
or less important to the medical matter being discussed yet these small 
exchanges are often critical for building rapport and demonstrating empathy. 
Although the participants in the current study did not elaborate on the specific 
details that interpreters skipped during discussions with HCPs, it is possible 
that omitting content could have clinical consequences or at least (as seen in 
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this study), people experiencing less than satisfactory communication with their 
HCPs. 
Limitations 
Our study findings may have limited transferability because it was 
conducted in only two cancer centres and community organisation in South 
Western Sydney, Australia and only focused on one language group (that is, 
Arabic speaking people). Our study findings were based on Arab migrant cancer 
survivors’ experiences and given the emotional context and cultural beliefs 
associated with a cancer diagnosis and the resultant treatment, our participants’ 
experiences of engaging with the health care system and using interpreters may 
have been coloured by this. However, our results are generally consistent with 
other studies reporting the experiences of migrants and people with low levels 
of language proficiency when using interpreters in other healthcare settings. 
We know that patients’ perceptions are important measures of patient-
centered care[39] and patient-clinician communication is complex. While our 
study has not directly explored the complexities inherent in patient-clinician 
communication, a survey or different method of data collection, such as 
videotaped encounters, to assess the issues in using the interpreter in 
communicating with HCPs might have uncovered other important issues 
regarding communication between interpreters, HCPs and patients (or as was 
the case in this study, cancer survivors). 
Despite the limitations, this study had several strengths. First, participants 
were interviewed in their first language (Arabic) promoting trust and a level of 
comfort and confidence to express themselves without fear of being judged for 
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poor language skills. This increases the likelihood of generating findings that are 
credible[40] and useful for improving health services for this population. Second, 
while the researcher who undertook the interviews was fluent in Arabic, he was 
also from outside the health service and thus, participants may have been more 
likely to be truthful in sharing their experiences because there was no risk to 
their future relationship with the health service. 
Implications for health services 
Based on our findings, there is a need to increase HCPs’ awareness of the 
need to provide interpreters congruent with a cancer survivor's country of 
origin and ethnicity, gender and dialect. In view of the fact that there are so 
many languages and dialects, it is important to report in the medical record not 
just what a cancer survivor’s language preference is but also if they speak a 
particular dialect. This information would help ensure the most appropriate 
interpreter is booked for the cancer survivors. 
Providing migrant-sensitive health care services is not simply a matter of 
making available professional health care interpreters. Interpreters bring clarity 
in the midst of confusion. Therefore, ensuring the quality of interpretation is 
vital to ensure communication between patients and HCPs is complete and 
accurate. Further, as shown in this study, the quality of healthcare 
interpretation has the potential to create fear and mistrust when patients 
perceive that they are not receiving all of the information being provided by 
HCPs and a feeling of not been heard or listened to when the information they 
provide is not fully conveyed by the interpreter to the HCPs. To this end, we 
highly recommend consideration be given to health care interpreters 
completing mandatory continuing professional development (CPD) on an 
 Chapter Seven – Paper 4  171 
annual basis, much like that required by other profession such as nursing and 
medicine. 
Three way conversations (HCP, cancer survivor and interpreter) are time 
consuming. Providing additional consultation time for patients who require 
interpreters will help ensure they can ask questions and seek clarification. 
Longer consultations will also help ensure interpreters are able to focus on the 
accuracy of the translation and thus improve the quality of the consultation and 
patient satisfaction. 
Finally, findings from this study highlight the importance of ensuring HCPs 
adhere to policies regarding the presence of a healthcare interpreter when 
providing a serious diagnosis such as cancer and not conveying this information 
to children who may be present with their parent. 
Conclusion 
This study has explored Arab migrant cancer survivors’ experiences of 
using healthcare interpreters and highlights the challenges immigrant cancer 
survivors with limited English language proficiency encounter. Despite the 
provision of professional interpreters, our findings reinforce the need for HCPs 
to take into consideration the countries of origin and dialectical differences of 
Arab cancer survivors when arranging for a professional interpreter to ensure 
both cultural and linguistic congruence. This study also highlights the need for 
interpreters to fully interpret the content of patient-HCP discussions and to 
confirm with patients that they are satisfied with the interpretation and provide 
an opportunity for patients to seek clarification/add further content. 
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Table 1: Interview Guide 
1- How did the diagnosis of cancer initially affect you? 
2- What were some of the challenges you have faced since your diagnosis? 
3- What in your experience are your greatest needs at the moment? 
4- From whom do you usually seek help? 
5- Where would you / do you go for help? 
6- Who are the people and/or groups that have been your greatest sources of support since 
your diagnosis? What made them so helpful? 
7- What do you know about cancer supportive care services? 
8- What support services (if any) do you access?  
9- Have you ever participated in a cancer support program? (If yes) If you have participated in a 
cancer support program, can you describe your experiences? 
10- Do you find the current cancer support services suitable to your needs? (If no). Can you tell 
me why you haven't participated in a cancer support program? 
11- If you did decide to participate in a cancer support program, what type of program would you 
prefer? (e.g. face-to-face, small group meetings, telephone, mailed print materials, computer 
program (CD-rom), internet-based program, online support group) 
12- What do you think would be the best approach to communicate information about cancer 
and supportive care program services to people with a background like yours? 
13- What could be improved to better help you meet your needs? 
14- Could you describe your experience of being an immigrant and living with (being diagnosed 
with) cancer? 
15- What could be improved to better support the unmet needs of immigrants with cancer? 
16- In what ways do you think your experience as an immigrant with cancer differs from people 
with cancer who are born in Australia? 
Probes: 
‘‘Please tell me more about it?"  
"What does that mean to you?" 
"Is it possible to give an example?" 
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Table 2: Demographic Characteristics of Participants 
Participant 
name 
Cancer type Age Gender  Country of 
birth  
Recruitment Site 
Husam  Prostate cancer 80 M Lebanon Community 
Fatima Breast cancer 44 F Iraq Snowball sampling 
Amal Breast cancer 45 F Iraq Hospital 
Hadeel Spinal cord cancer 70 F Iraq Hospital 
Mohammed Prostate cancer 60 M Iraq Snowball sampling 
Hussin Prostate cancer 80 M Iraq Community 
Ali Prostate cancer 75 M Egypt Community 
Ahmed Prostate cancer 70 M Egypt Community 
Manal  Breast cancer 45 F Lebanon Hospital 
Majed Colon cancer 69 M Lebanon Community 
Sara Throat and breast 
cancer 
63 F Lebanon Community 
 
7.3 Summary 
This chapter consisted of a paper that focused on Arab migrant cancer survivors’ 
experiences of using healthcare interpreters. The findings highlight how Arab 
cancer survivors still consider their language as a barrier when communicating 
with HCPs. This paper also suggests that HCPs need to consider the interpreters 
countries of origin and dialectic when they book them in to translate for Arab 
cancer survivors. The following chapter will present qualitative and quantitative 
findings that were not presented in any of the published papers.  
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CHAPTER EIGHT 
Unpublished Findings 
8.1 Introduction 
This chapter will present the study findings that were not published during the 
candidature. These include quantitative results related to quality of life (QoL) 
from the Functional Assessment of Chronic Illness Therapy-Spiritual Well-being 
(FACIT-Sp) and social support and interaction (Duke Social Support Index-
DSSI). This chapter will also present unpublished qualitative findings from the 
interviews with cancer survivors and their family caregivers in relation to social 
support, cultural and religious beliefs about cancer and use of cancer support 
services. A discussion of these findings will be presented separately in the 
following chapter – Chapter Nine. 
8.2 Unpublished Quantitative Findings 
8.2.1 Quality of life (QoL) 
As discussed in Chapter Four, the FACIT-Sp consists of five subscales assessing 
physical, emotional, social, functional and spiritual well-being. Overall, the mean 
total score for QoL for both groups was 2.68 (SD = .457, range = 1–4). Both the 
total and individual subscale scores had good internal consistency (in this study, 
α = .769–.867). The descriptive analysis findings and the alpha coefficients for 
the total scale and subscales are reported in Table 8.1. 
Bivariate analyses were undertaken to examine differences in QoL between 
Arab Australian and Arab Jordanian participants. As no violations of normality 
were noted, an independent-samples t-test was conducted to compare the total 
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QoL scores between the two groups. There was no significant difference in 
scores for Australian (M = 2.72, SD = .391) and Jordanian participants (M = 2.64, 
SD = .506; t (141) =.97, p = .335). The magnitude of the differences in the means 
(mean difference = -.07, 95% CI: -.08 to .23) was very small (eta squared = 
.006),(Cohen, 1988), suggesting only .6% of the variance in QoL was explained 
by participant group (Australia/Jordan). 
Table 8.1. FACIT-Sp Descriptive Statistics 
 M SD Possible 
Range 
Actual 
Range 
Cronbach’s 
α 
FACIT–Sp (Total) 2.68   .46 0-4 1-4 .83 
Emotional 2.32   .83 0-4 0-4 .77 
Social 3.21   .77 0-4 0-4 .81 
Physical 1.93 1.03 0-4 0-4 .87 
Functional 2.24   .81 0-4 0-4 .84 
Spiritual (Total) 3.02   .51 0-4 1-4 .80 
Meaning/Peace 2.74   .51 0-4 2-4 .77 
Faith 3.60   .66 0-4 0-4 .85 
Note: SD = standard deviation; M = mean 
In relation to the domains of the FACIT-Sp, the only group difference was for the 
social/family well-being domain, with Australian participants reporting higher 
scores (M = 3.4, SD = .66) than Jordanian participants (M = 3.1, SD = .82, t (141) 
= 2.65, p = .009) (Table 8.2).  
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Table 8.2. Quality of Life Differences between Groups (Domains) 
Domain Australia  
(n=66) 
Jordan 
(n=77) 
p 
Physical Well-Being, mean (SD)  1.83 (1.00) 2.02 (1.05) .279 
Social/Family Well-Being, mean (SD)  3.39 (.66) 3.06 (.82) .009 
Emotional Well-being, mean (SD)  2.40 (.79) 2.26 (.87) .304 
Functional Well-Being, mean (SD)  2.15 (.82) 2.33 (.80) .195 
Spiritual Well-Being, mean (SD)  3.68 (.57) 3.50 (.73) .280 
Note: SD = standard deviation; *p < .05 
After checking for assumptions of normality, linearity and homoscedasticity, 
Pearson Product-moment correlation coefficient was used to explore the 
relationships between QoL and unmet supportive care needs (as measured by 
the SCNS-SF34). As can be seen in Table 8.3, QoL was inversely correlated with 
unmet supportive care needs. Correlations were variable, with the largest 
correlations noted between QoL and physical unmet needs (r = -.647, p < .01) 
and the smallest correlations between QoL and sexuality unmet needs (r = -.200, 
p < .05).  
Table 8.3. Pearson-Product moment Correlations Between Measures of 
Quality of Life and Unmet Supportive Care Needs 
 FACIT-Sp 
(total) 
Emotional Social Physical Functional Spiritual  
SCNS-SF34 (total) -.335**  -.419**  .082 -.585**  -.158  -.074  
Physical  -.647**  -.314**  -.120 -.640**  -.319**  -.223**  
Psychological  -.575**  -.461**  -.082  -.570**  -.254**  -.103  
Information  -.423**  -.320**  -.050  -.475**  -.055  -.150  
Sexuality  -.200*  -.210*  -.037  -.186*  -.000  -.084  
Pt support care  -.293**  -.297**  .-035  -.339**  -.033  -.149  
Note. * p < .05 ; ** p < .01 (2-tailed) 
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8.2.2 Social support  
Participant’s subjective experience of social support and frequency of social 
interactions in the previous week were measured using the 11-item Duke Social 
Support Index (DSSI). Participants ranked responses on a three-point scale of 
almost always feeling supported to never feeling supported. 
Table 8.4 presents the descriptive findings and the alpha coefficients for the 
total scale and subscales of the DSSI. The total scale showed good internal 
consistency with Cronbach alpha for the total scale = .85) and subscales ranging 
from .610–.902. 
Table 8.4. DSSI Descriptive Statistics 
 M SD Possible 
Range 
Actual 
Range 
Cronbach’s 
α 
DSSI (Total) 26.83 3.77 11-33 13-31 .85 
Social interaction   8.09 1.78   4-12   5-12 .61 
Satisfaction 18.74 3.18   7-21   7-21 .90 
Note: SD = standard deviation; M = mean 
Scores for the Duke Social Support Index were not normally distributed hence, 
the Mann-Whitney U test was used to compare groups. There was no significant 
difference in the overall scores of Arab Australian (Md = 28.2, n = 66) and Arab 
Jordanian groups (Md = 27.4, n = 77), U = 2424.0, z = -.479, p = .632. The 
subscale scores indicated Australian participants had significantly lower scores 
for social interaction (Md = 7.0, p = 0.004) and higher scores for satisfaction 
with social support (Md = 21.0, p = 0.000) than their Jordanian counterparts. 
Correlation analysis for social support and unmet supportive care needs was 
not undertaken as preliminary analyses indicated the assumptions of linearity 
and homoscedasticity were violated. 
 Chapter Eight – Unpublished Findings  182 
8.3 Unpublished Qualitative Findings 
A number of themes emerged from the qualitative data analysis and some of 
these have been reported within the published papers. However, qualitative 
findings related to social support, cultural and religious beliefs about cancer, 
and preferences for cancer support services that have not yet been published 
are presented below. 
As described in Chapter Four focus groups and semi-structured interviews, with 
open-ended probing questions, were used to explore the experiences of HCPs, 
Arab cancer survivors and family caregivers. All focus groups and interviews 
were digitally recorded, transcribed and the Arabic transcripts translated 
verbatim by an accredited translator. An inductive thematic analysis approach 
was used to analyse the data using Braun and Clarke’s (2006) steps. The 
qualitative data were reviewed and coded by the doctoral candidate and his 
supervisors. 
8.3.1 Differing levels of social support 
Although Arab Australian participants felt supported by others, responses 
below highlighted they were also conscious of the busy lives that their family 
members and friends led, a finding reflected in the lower social interaction 
score.  
Everyone has his own life, need and responsibilities. They may help me for a 
couple of hours then leave (Australian Patient 4, Female, 59y, Breast Cancer). 
Sometimes my friends take me to spend some time with them, I told you my 
friends here are busy with their families so they cannot spend much time with 
me (Australian Patient 18, Female, 63y, Breast Cancer). 
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She [patient sister] is a women and has a kids. Her kids they have her 
only in this life and she is the only sister for me here in Australia 
(Australian Patient, Female, 50y, Breast Cancer). 
Again, consistent with the higher scores for social interaction, Arab Jordanians 
reported more contact with their family members. One of the Jordanian 
participants mentioned that her brothers and sisters visited her every day just 
to support her and to meet her needs: 
To be honest, psychological support is very important for the patient, 
but for me, my brothers and sisters came to see me daily! And they ask 
about my needs (Jordanian Patient 10, Female, 45y, Breast Cancer). 
Providing cancer survivors with emotional support was more challenging for 
the Australian nurses because of the language barriers, and this was highlighted 
by nurses in the focus groups when they discussed providing non-English 
speaking cancer survivors with emotional support and the need to use family 
members resulting in three-way communication:  
I think it's harder for us to give a non-English speaking person 
emotional support. We can give them emotional support through their 
families because they often will bring an English speaking family 
member, but one on one it's very hard for us to give them emotional 
support. There would be no chance of them confiding in us without a 
middle man (Australian focus group, Nurse). 
The differences in social support were interesting, although it is not clear why 
the Australian participants reported lower social interaction scores. Although 
the qualitative findings suggested that Australian participants did not want to 
be too much of a burden and were concerned about not disrupting the family 
members’ busy lives, particularly those who were working. 
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8.3.2 Social support as Healing 
Regardless of the differing levels of support received by cancer survivors, on the 
whole both Australian and Jordanian participants were satisfied with the 
support they received. Among Arabs there is a cultural and religious obligation 
to ‘look after each other’. Thus having good social support was valued and seen 
as powerful in terms of healing and providing strength to overcome challenges. 
For example a Jordanian participant reported how chatting with his family gave 
him the strength to fight the cancer. He said: 
They [patient’s aunts] were calling me by phone asking about me every 
day. I feel better when I was visited by my aunts and chatting with 
them, I think talking with them was healing me deep inside and made 
me stronger. The effect of this thing was just like a miracle on my soul 
(Jordanian Patient 6, Male, 27y, Testicular Cancer). 
As mentioned both Australian and Jordanian participants highlighted their 
satisfaction with the social support they received from their family and friends. 
This finding likely reflects the Arab cultural and religious obligation that 
requires them to look after each other, for example Prophet Mohammad said  
"اضعبْهضعبْدشيْناينبلاكْنمومللْنموملاْ"ْملسوْهيلعْاللهْىلصْلوسرلاْلاق 
Translation: 
Messenger of Allah said, "The relationship of the believer with another believer is 
like (the bricks of) a building, each strengthens the other." He illustrated this by 
interlacing the fingers of both his hands [Al-Bukhari and Muslim]. 
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The following additional quotes illustrated how Arabs, particularly close family 
members, demonstrated their commitment to their beliefs in terms of looking 
after each other and supporting each other psychologically and emotionally: 
I have my auntie and my brother beside me, my aunt was supporting 
me emotionally (Jordanian Patient8, Male, 40y, Spinal Cancer). 
My husband was a real supporter for me, he was like a friend of mine. 
He tried to do the best of caring and supporting, he was supporting me 
all the time and strengthening me all the time by his attitudes, his 
words and his deeds. I think that he gave me all he has to give. 
(Jordanian Carer 7, Female, 37y, Daughter with Leukaemia).  
What helped me overtaking this is my family understanding. They were 
very sympathetic, and they were supporting me psychologically (AP9). 
(Australian Patient 9, Male, 70y, Prostate Cancer).  
The support you may get it from your family is the substantial one, if 
they were strong enough they would strengthen you (Australian 
Patient 6, Female, 45y, Breast Cancer). 
These findings suggest that social support played a crucial role in helping Arab 
cancer survivors deal with their cancer. The findings revealed that Arab 
Australian and Arab Jordanian cancer survivors predominantly indicated that 
friends and family members including spouses, parents, siblings and children 
were their main source of support. The interaction between cancer survivors 
and their family caregivers not only brought comfort to cancer survivors but 
also increased their strength in fighting cancer. These findings support previous 
research that has highlighted the important role families play in ethno-cultural 
minority patients' experiences of cancer and family obligations as main 
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caregivers within the Arab community (Alqaissi & Dickerson, 2010; Goldblatt, 
Cohen, Azaiza, & Manassa, 2013). 
8.4 Arab cultural and religious beliefs about cancer  
As previously described in Chapter Two, for Arab people cultural and religious 
beliefs greatly influence their cancer beliefs and attitudes (Rathod, Kingdon, 
Phiri, & Gobbi, 2010; Shah et al., 2008). Little has been published about Arab 
beliefs about cancer. 
Four themes emerged from analysis of the unpublished qualitative data in 
relation to participants' cultural and religious beliefs about cancer and how 
these beliefs affected reactions: 1) Receiving a cancer diagnosis: Flip sides of the 
coin; 2) To reveal or not to reveal; 3) Myths and misconceptions, and 4) Destiny: 
It is God’s decision. 
8.4.1 Receiving a cancer diagnosis: Flip sides of the coins  
Contrasting beliefs were evident among participants in the way they saw cancer, 
with some participants viewing cancer as synonymous with death, resulting in 
them feeling shocked, depressed and upset while others stated their diagnosis 
of cancer and the term ‘cancer’ held positive connotations, making them 
stronger individuals:   
“I was asking myself all the time what will happen if I die? And 
honestly speaking, we all believe that having a cancer means dying. So 
I was depressed and feeling upset. In other words, I was extremely 
shocked. I was crying all the time, I was feeling that death is coming 
soon” (Jordanian Patient 2, Female, 40y, Breast/Lymphoma Cancer). 
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“Yeah, the word "cancer" is like - we took it like, as soon as you say 
"cancer" it's like saying "death" (Australian Carer 15, Female, 49y, 
Breast/Lymphoma Cancer). 
Other participants believed that cancer was similar to other diseases and for 
some, even better in terms of not affecting their diet such as diabetes might 
cause. Others stated their diagnosis of cancer had a positive impact on their life, 
strengthening social connections and their relationships with others: 
“in my opinion I find cancer like any other disease, there is no different, 
and maybe more easier, for example: diabetes patients can't live 
without following a certain diet, together with disastrous results also 
like the separation of the retina and many other things, but cancer 
patient don’t have to do any of these things” (Jordanian Patient 10, 
Female, 45y, Breast Cancer). 
“Maybe I am the only one patient that told you about the privileges of 
cancer, yes cancer has positive sides. In the social domain I benefit 
from cancer as I became closer to people and surroundings and they 
became closer as well. I found a great love and passion from my 
surroundings; this love was not that clear before cancer” (Jordanian 
Patient 2, Female, 40y, Breast/Lymphoma Cancer). 
8.4.2 To reveal or not to reveal 
Arab cancer survivors’ beliefs also appeared polarised in relation to revealing or 
concealing the information about their cancer diagnosis. As mentioned earlier, 
the general perception of cancer among Arabs is that cancer is a lethal disease, 
and discussing this matter outside the immediate family is usually avoided. Such 
beliefs often result in Arab cancer survivors and carers keeping the cancer 
diagnosis hidden from not only the wider community but often other family 
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members. The following participants believed cancer was a personal problem 
and no one had the right to be involved: 
“I believe that this is my own problem. This is my sickness and I prefer 
to suffer alone. I can manage myself without being pathetic” 
(Australian Patient 13, Male, 60y, Prostate Cancer). 
“I don’t tell anybody that I have cancer; I don’t want anybody to be 
involved” (Australian Patient 3, Male, 80y, Prostate Cancer). 
“Cancer affected my career, I was taking days off all the time without 
telling my colleagues that I have cancer and I am taking 
chemotherapy” (Jordanian Patient 1, Female, 30y, Breast Cancer). 
In some cases, family members hid the diagnosis from the patient and presented 
it as another less ‘lethal’ condition or only revealed limited information to other 
family members, often concealing the severity: 
“They discovered the possibility of treating of the tumor that I am 
suffering from, even then I didn’t know that I am infected (diagnosed) 
with a malignant tumor and no one told me so, I came to Jordan to get 
treatment of osteoporosis” (Jordanian Patient 8, Male, 40y, Spinal 
Cancer). 
“It was so harsh on my ears - me hearing it - that I didn't deliver all the 
information to my other brother and my sister. For example I didn't tell 
them that it was a stage four. I told them it was cancer, but I didn't tell 
them it was stage four” (Australian Carer 10, Female, 29y, Dad with 
Lung Cancer). 
Some participants explained they would discuss the cancer diagnosis with very 
close family members only because it is a private matter. The following quotes 
illustrate this: 
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“people that know him and live around him, which is like me, my mum 
and my brothers and my sister, they can feel the difference where even 
still till now family members don't know that he has it [cancer]. It's 
only me that know that he has this” (Australian Carer 11, Female, 30y, 
Dad with Prostate Cancer). 
“Especially being like of a Middle Eastern background and stuff, you 
know, it's like cancer is a huge thing. You never discuss anything like 
that, you never discuss sex.  “You never discuss stuff like that, that's 
something that's very, very private” (Australian Carer 11, Female, 30y, 
Dad with Prostate Cancer). 
In Arab culture male cancer survivors generally do not discuss prostate cancer 
with female family members because issues such as urinary incontinence or 
sexual dysfunction following a prostatectomy are considered sensitive and 
private information. They will, however, discuss this with their sons. One carer, 
whose husband had prostate cancer and incontinence, explained: 
“it’s a private situation [having a prostate cancer with urine 
incontinence] between the father and his sons” (Australian Carer 17, 
Female, 59y, Husband with Prostate/Bladder Cancer). 
8.4.3 Causes of cancer  
Although the qualitative interviews did not include a specific question on the 
causes of cancer, a number of participants discussed their beliefs about how 
their (or the family member’s) cancer had started. Although many participants 
had some knowledge of cancer risk factors, there was evidence of myths and 
misconceptions.  
“I did a search and I found that the frequent expose for the radiation 
and if somebody smoker. The first thing they ask me if I am smoker, I 
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was smoker 30 years ago. Now I am not smoker and we don’t drink so I 
think our bodies very clean” (Australian Patient 2, Male, 70y, Prostate 
Cancer). 
While an Iraqi participant highlighted that cancer originated from the neutron 
bombs which were used by the United States in 2003 and the after-effects have 
been triggers for current health problems such as cancer: 
“Cancer wasn't existed in Iraq, but after the war carried out by the 
United States against us with focused neutron bombs, this war was the 
reason why the cultivation of this disease in Iraq and neighboring 
countries” (Australian Carer 8, Male, 77y, Wife with Spinal Cancer). 
Genetic influences were also mentioned by one participant. A Jordanian 
participant stated that some of his family members were diagnosed with cancer 
and this increased his chance of getting this disease: 
“In fact, I think that I have diagnosed because of genetics, so that my 
uncle died because of it also, and my mother, and grandparents 
infected too, but my grandmother didn't die because of it, although she 
was diagnosed with kidney cancer, she lives 18 years after that, also 
my grandfather, he died because of poisoning although he had cancer” 
(Jordanian Patient 8, Male, 40y, Spinal Cancer). 
From a religious perspective, there was evidence that some Arab participants 
believed cancer can be a punishment from God as result of unrighteous 
behaviour. This is a common belief that cancer happens to people who have 
done something wrong in the past and committed too many sins: 
“People surrounding me talked that my daughter has a cancer as a 
result of bad things that I made or her mum made, they told me also 
that the sickness of my daughter was a punishment from God as I made 
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a sin and they don’t know it but they expect that I or her mum had a 
sin and the punishment for this sin was the sickness of our daughter, 
this was the utmost shocking words that I heard from the people 
surrounding me. Also they said that my money was "Haram money": 
which means money that I got it from bad ways which never accepted 
by God … that thing affected me and made me feeling that the people 
around me are so cruel” (Jordanian carer12, Male, 50y, daughter with 
Leukaemia cancer). 
8.4.4 Destiny: It is God’s decision 
Reinforcing the strong religious beliefs within this cultural group, several 
participants' comments reflected Arab peoples' belief in fatalism or what is 
called “Al Qada’a wa Al-Qader”. This means no one has control over cancer/life 
or death, and God has the first and the last word in their life. 
“Life and death are totally controlled by God. I do believe in the 
almighty God and his destiny” (Australian Patient 13, Male, 60y, 
Prostate Cancer). 
One Australian carer stated that God was the creator of the disease and would 
be the only one who would be able to make his sister “feel better”. His sister was 
a mother of four girls and diagnosed with breast cancer: 
“I know that everything from God. The first and the final decision is our God 
decision. God the only one can treat her because he created the diseases and 
he created the medicine for each disease. We hope to God to help her and 
improve her case because if she will feel better we will feel better as well” 
(Australian Carer 1, Male, 40y, Sister with Breast cancer). 
Participants believed that their strong faith encouraged them to come to an 
acceptance of their disease and to consider treatment options. This was 
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reflected in almost all (90%) of the study participants expressing their strong 
belief in God and that they should “not give up”. 
“Honestly speaking, I accepted cancer. I do accept having a cancer. This is 
destiny and I have to accept it and being satisfied from everything” 
(Australian Patient 13, Male, 60y, Prostate Cancer). 
“I am accepted what God choose for me, and as he choose the illness for me, 
he will choose me the treatment , and I ask everyone who is sick to not give up 
for his sickness” (Australian Patient 14, Female, 45y, Breast Cancer). 
“At that time I got sure that it's the cancer. I cried badly. But then my faith in 
Allah helped me to accept my disease” (Jordanian Patient 3, Female, 22y, 
Breast Cancer). 
Three participants reported that cancer had helped them become closer to God. 
Performing the prayers helped them to seek treatment advice and gave them 
the strength from God:  
“At that time I started to come closer to God and praying God all the 
time, I feel that God hears me and gives me strength. I felt that the five 
prayer in the whole day are not enough to come closer from God so I 
started to pray at the middle of the night (what we call it in Islam" 
keyam allayel": which means praying God after midnight” (Jordanian 
Patient 2, Female, 40y, Breast/Lymphoma Cancer). 
A number of participants explained how the first thing they did upon 
receiving their cancer diagnosis was to thank God. This is consistent 
with the teaching of the Qu’ran  
“First I thanked Allah, and performed prayer in order to say praise be 
to him” (Jordanian Patient 3, Female, 22y, Breast Cancer). 
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“I pray to Allah to help me in my tribulation and to give me the 
strength to face this illness” (Australian Patient 14, Female, 45y, 
Breast Cancer). 
It is evident from the above quotes that religious beliefs and practices were 
widespread and greatly influenced participants’ cancer beliefs.  
8.5 Using cancer support services 
One of the aims of this study was to explore Arab cancer survivors’ experiences 
and views about cancer support groups. During the interviews both cancer 
survivors and carers were asked what they knew about cancer support services 
and what was their experience in using and accessing these services. 
Although cancer support groups have become increasingly available for cancer 
survivors, the quantitative findings from this study showed that Arab Australian 
participants were less likely to access these services compared to their Arab 
Jordanian counterparts (Paper 3, Sources of Information). Qualitative findings 
supported this result, with 12 out of the 18 Arab Australian cancer survivors 
and their family caregivers reporting that they were not aware of the 
availability of cancer support groups, nor how to access these services.  
Participants from both groups reported their preference for face-to-face 
support rather than other communication methods such as receiving written 
information. They believed that meeting face-to-face would help them to 
express their feelings and needs more as it allowed facial expression and also 
allowed them to read the facial expressions of other people. Table 8.5 contains 
the qualitative quotes which illustrate awareness of cancer support services and 
participants’ preferred methods of support. 
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Table 8.5. Using Cancer Support Groups - Themes and Accompanying Sub-Themes 
Themes/subthemes Supporting quote(s) 
Cancer support services awareness  
“I don't know anything about it” if I were know, I would go and ask about them and get some help for my wife because she really need a psychological support even in few words, this disease 
is one of the hardest diseases and the medicine not enough to treat (Age: 77, Australia, Carer). 
“Never heard about them, nobody told 
us” 
Nobody told us about this or something like that only there are sessions in the church (Age: 75, Australia, Cancer survivors).  
There is no one told me about anything to get a help from (Age: 44, Australia, Cancer survivors). 
“I heard about people who support 
cancer patients, they told me about 
them” 
I heard about people who support cancer patients but I never communicate with them and never encounter them. Yes, they invited me for a workshop that they 
made it and asked me to come and participate (Age: 40, Jordan, Cancer survivors). 
They told me about the session that they made to the patients in order to decrease depression level among patients, and other activities. But I did not feel that I 
need to join one of them; because I am ok (Age: 59, Jordan, Cancer survivors). 
Yes I know them. Sanad association is one of them, it contains women who treated from cancer, and they came to the hospital and talk to the patients about 
their experiences (Age: 45, Jordan, Cancer survivors). 
Preferred methods of support  
“When we are communicating face to 
face we will know each other very well” 
I prefer talking face to face. So we can see each other and get closer by communication. I don’t like telephone sessions, I think it is not that useful or helpful. 
And it wouldn’t be that much real ones. (Age: 75, Australia, Cancer survivors). 
If this meeting was made by phone I would not feel comfortable like meeting you face to face. Meeting face to face is more convincing rather than using the 
phone. Meeting face to face gives you the opportunity to express yourself by your facial expressions and also permits you to read the facial expressions of the 
others which considered more comfortable and convincing (Age: 37, Jordan, Carer). 
I prefer meeting them face to face. Because it is more effective. In other words, meeting face to face may assure the patient and make him feel comfortable 
more than talking with him by the phone, it is just like our meeting today (Age: 50, Jordan, Carer). 
“eye contact say a lot” Face to face, Because it makes you feel the other part understanding, and through the eyes connection you can see his reactions, which make me sure that he 
is understanding what I am saying!! So I get feedback then I can trust him or not!! (Age: 77, Australia, Cancer survivors). 
In my opinion, I would prefer to get the information face to face, as I already don't consider it as a disease. Because it's more effective, and so I can feel the 
supporting while I'm looking at the speaker eyes (Age: 45, Jordan, Cancer survivors). 
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Themes/subthemes Supporting quote(s) 
“By phone. It is much easier and 
convenient” 
Over the phone, if that is alright. Just, it's a lot easier. I mean, because I'm running around too much, a face to face, it depends on the appointment, what time 
they go to me. So I would rather like, over the phone, much easier (Age: 49, Australia, Carer).  
I prefer by phone. I did not say face to face due to my poor social status [participant means he does not have money]. Sometimes I do not have the money for 
the transportation (Age: 22, Jordan, Cancer survivors). 
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8.6 Summary  
This chapter presented the unpublished results of the FACIT-Sp (QoL) and Duke 
Social Support Index, and the qualitative findings related to social support, 
cultural and religious beliefs about cancer, and using cancer support services. In 
relation to quality of life and social support, no differences in total scores were 
found between groups and neither measure was a predictor of unmet 
supportive care needs in this study population. Qualitative findings supported 
participants’ overall satisfaction with the social support they received and for 
most participants, their strongly held religious beliefs appeared to be a source 
of support in dealing with their (or their family member’s) cancer diagnosis. 
Finally, there was little evidence of awareness or use of cancer support services. 
The following chapter will summarise the main findings of the SNAP Study, 
including its limitations and strengths. Recommendations for practice and 
further research will be provided together with the overall conclusions of the 
study. 
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CHAPTER NINE 
Summary and Conclusion 
9.1 Introduction  
Accelerating ethno-cultural diversity in Australia (and other developed 
countries) has increased the urgency for health-care systems to develop—and 
provide, culturally appropriate healthcare in order to meet cancer survivors’ 
needs. As highlighted in Chapter One, while unmet supportive care needs are 
common among cancer survivors, they are significantly higher in migrant 
cancer survivors (Lim et al., 2017; Sze et al., 2015). This is particularly true for 
Arab migrants with cancer who report higher levels of anxiety and depression, 
and lower levels of quality of life than cancer survivors from the dominant 
culture in Australia (Butow et al., 2013). 
Given the lack of research in this area, there was a clear need to conduct a study 
that captured the unmet supportive care needs of Arab cancer survivors and at 
the same time, identify if these unmet needs were different for Arab cancer 
survivors who lived in their country of origin (where language and 
understanding the health system were unlikely to be barriers) to those of 
migrant Arab cancer survivors in Australia. This mixed methods study therefore 
set out to explore the unmet supportive care needs of Arab cancer survivors and 
their family caregivers and the factors associated with these needs. 
The research questions have been used as a guide in the first part of this chapter 
to summarise the study’s findings. The overall aim of the SNAP Study was to 
identify the unmet supportive care needs of Arab cancer survivors and their 
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family caregivers. Additional specific questions drove the qualitative and 
quantitative data collections. In the second part of this chapter, the study 
limitations and strengths, implications for practice and recommendations for 
further research will be addressed. 
9.2 Research Questions 
9.2.1 Research Question 1 
What are the unmet supportive care needs of Arab cancer survivors? 
This study revealed that overall, unmet supportive care needs—those problems 
for which people expressed a requirement for assistance, were prevalent in 
both Arab Australian and Arab Jordanian cancer survivors. While some domains 
were considered low level need (e.g. sexuality), up to two-thirds of Arab cancer 
survivors reported moderate to high levels of overall need. Perhaps 
unsurprisingly given the nature of a cancer diagnosis and treatment, unmet 
supportive care needs were greatest in the psychological and physical domains 
with anxiety, fears about the cancer spreading and uncertainty about the future 
ranking highly for psychological needs, and lack of energy/tiredness, work 
around the home and not being able to do things one used to do for physical 
needs (Paper 2). 
The qualitative data reported in Paper 3 confirmed this study’s quantitative 
findings in terms of participants’ unmet supportive care needs, particularly in 
relation to the need for more specific information related to cancer disease, the 
treatment process and the expected side effects of different cancer treatments 
(such as radiotherapy and chemotherapy). The qualitative data revealed that 
family caregivers also had unmet needs for information, primarily related to 
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aspects of their family-member’s care such as managing illness and side-effects 
at home and explanations about the diagnostic tests (Paper 3). Interestingly, 
both Arab cancer survivors and their family caregivers discussed being 
overwhelmed with large volumes of information about cancer (“I opened the box 
I was surprised how much I have unread papers and brochures"), some of which 
was so general that it was not useful from their perspective (“everyone knows 
that vegetables are healthy, I need more specific information”). 
Qualitative findings also revealed that despite using healthcare interpreters 
when engaging with HCPs, Arab Australian cancer survivors reported a number 
of issues which impacted on their receipt of information including the range of 
Arabic dialects that were not always understood, feeling the interpreters were 
listening to them and not translating correctly (Paper 4). Several Arab 
Australian cancer survivors used their family caregivers to communicate with 
HCPs. For one participant this included using her 14-year-old son, raising 
questions about how family members cope with receiving potentially 
distressing information which they need to translate for their family member.  
9.2.2 Research Question 2 
Are there differences in unmet supportive care needs between Arab 
Australian and Arab Jordanian cancer survivors? 
Limited research has been undertaken to explore the unmet supportive care 
needs of Arab cancer survivors (Bell et al., 2013; Butow et al., 2013) and 
certainly no study has explored whether differences exist between migrant Arab 
cancer survivors and Arab cancer survivors living in their country of origin. This 
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is the first study to compare these groups and the study findings support the 
existence of differences in unmet supportive care needs. These differences were 
most pronounced for physical and psychological needs, with Australian Arab 
cancer survivors reporting significantly higher mean scores for these domains 
(that is, higher unmet needs) than their Jordanian counterparts (Paper 2).  
A number of explanations were offered in Paper 2 to explain the higher 
prevalence of unmet supportive care needs in the Australian cohort. Australian 
participants were significantly older, less likely to have completed high school, 
less likely to report understanding the health-care system and more likely to be 
first diagnosed at a later stage of cancer. As previously explained, all of these 
factors could account for higher unmet supportive care needs. 
It may also be that despite the length of time many participants had spent living 
in Australia (for some participants, this was up to 50 years), Arab Australian 
cancer survivors may not have felt “at home” when it came to engaging with the 
health-care system. Other findings from this study lend this explanation 
support, including Australian participants’ poor understanding of the health-
care system and high levels of Arabic-language usage (Paper 2), and the struggle 
many Arab Australians experienced when engaging with health-care services—
despite the availability of health-care interpreters (“they take one word from the 
things you are telling them and talk to doctors as [if they are] the patient” Paper 
4). 
The higher prevalence of unmet supportive care needs seen in the Australian 
participants may also reflect the limited availability of cancer support services 
specifically tailored to the needs of Arab people, with Australian participants 
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reporting lower use of sources of information and support groups than the 
Jordanian cancer survivors (Paper 3). The unpublished findings reported in 
Chapter Eight have also shown a lack of awareness by Australian cancer 
survivors and their family caregivers in relation to cancer support services, 
which may account for the higher levels of unmet needs seen in this study. 
Quotes such as the one below were common: 
“if I were know, I would go and ask about them and get some help for 
my wife because she really need a psychological support even in few 
words, this disease is one of the hardest diseases and the medicine not 
enough to treat” (Age: 77, Australia, Carer). 
The higher unmet needs reported by the Australian participants could possibly 
be explained by having higher expectations of Australian health-care facilities 
than Arab cancer survivors living in Jordan. This explanation would be 
consistent with literature which shows that migrants have higher expectations 
of health-care services in their host country compared to their expectations of 
health-care services in their country of origin (Guidi, Palència, Ferrini, & 
Malmusi, 2016). For example, migrants expect doctors in the host country to 
spend more time with them and to be more empathic which they often do not 
find to be the case (Boateng, Nicolaou, Dijkshoorn, Stronks, & Agyemang, 2012; 
Keizer et al., 2017). Migrants have also been shown to evaluate the quality of 
health care in the host country based on the time they have to wait to receive 
treatment, obtain answers for their questions, and how quickly they can do 
health examinations and receive the results (Lokdam, Kristiansen, Handlos, & 
Norredam, 2016). Australian participants often expressed their dissatisfaction 
with the Australian health system, which was mainly due to the time they spent 
 Chapter Nine – Summary and Conclusion  202 
waiting to receive information about their diagnosis and treatment and delays 
in scheduling their appointments. Arab Australian cancer survivors also wanted 
to feel that their questions and concerns were fully addressed and they had 
received enough information in their language.  
9.2.3 Research Question 3 
What is the association between sociodemographic, clinical and 
psychosocial factors and Arab cancer survivors’ unmet supportive care 
needs? 
The SNAP Study has identified that the strongest predictors of Arab cancer 
survivors’ overall unmet supportive care needs were depression scores greater 
than 2 on the PHQ-2 (beta = .34, p < .001), and being an Arab Australian (beta = 
.20, p = .029). Depression being associated with higher unmet supportive care 
needs was perhaps not surprising given almost half the sample had depression 
scores > 2 on the PHQ-2, and previous studies have also shown a strong 
association between depression and unmet supportive care needs in Arab 
people with cancer (Fiszer et al., 2014; Watson et al., 2015). Given the higher 
levels of unmet supportive care needs reported by Australian participants, it 
was again not surprising that being an Arab Australian was a predictor of unmet 
needs. These results have been discussed in Paper 2. 
What was surprising was the failure to uncover a significant relationship 
between language or health system understanding and overall unmet needs. 
Explanations were offered in Paper 2 to account for these findings however, an 
additional possible explanation may be that no matter how long Arab 
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participants had resided in Australia, their views of health and health-care 
expectations were driven by earlier life experiences and beliefs formed in their 
country of origin. For example, research with migrants living in Denmark 
(Lokdam et al., 2016) and Ireland (Migge & Gilmartin, 2011) found that even 
where language was not a barrier to accessing health-care services, higher 
expectations of and decreased satisfaction with the host country’s health system 
resulted in participants reporting higher needs and seeking health care in their 
country of origin. This explanation hinges on the idea that migrants look to 
health systems in western countries as ideal and perfect systems but in reality, 
no health system is perfect. Many of the Arab Australian participants in this 
study expressed dissatisfaction with aspects of the Australian health-care 
system and the level of health care they received, and this failure to meet their 
health-care expectations could have contributed to their higher levels of unmet 
supportive care needs. 
One concerning finding from this study was the Arab Australian participants 
were significantly more likely to be first diagnosed at a later stage of cancer 
(Stages 3-4), compared to Jordanian participants (66.7% vs. 22.1%), p < .001), a 
finding that has not previously been reported in the literature. While the stage 
of cancer was self-reported and thus, subject to recall bias, the region in 
Australia where this study was undertaken has higher age-standardised 
mortality rates for most cancers than the state average (D’Sousa, 2017). Given 
late diagnosis is a cause of higher mortality rates, this finding may in fact be 
correct and warrants further study.  
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Given the previously reported association between QoL and unmet supportive 
care needs (Brennan, Butow, Spillane, & Boyle, 2014; Butow et al., 2013; Cheng 
et al., 2015), it was not surprising that QoL was inversely and strongly 
correlated with unmet supportive care needs, particularly physical unmet needs 
(Chapter Eight - Unpublished Findings). Interestingly however, there was no 
difference in overall QoL scores between the two groups, which may be related 
to the high levels of perceived social support reported by the study participants 
(discussed further below). Cancer survivors who perceive greater social support 
are more able to cope with their disease and have greater support to meet their 
needs (Alaloul, Brockopp, Andrykowski, Hall, & Al Nusairat, 2015). It may also 
be that participants’ religious beliefs exerted a ‘protective effect’ that enabled 
them to cope with being diagnosed (and living with) cancer. Both Arab Muslims 
and Christians believe that God is the only one who can cure them from disease 
and consequently their religious beliefs, together with strong social support, 
may explain the similar scores for QoL.  
In relation to social support, both Arab Jordanian and Arab Australian 
participants reported overall high levels of perceived social support from family 
and friends (Chapter Eight - Unpublished Findings) however, there was no 
association between social support and unmet supportive care needs. That 
there were no significant group differences in overall scores for perceived social 
support was somewhat surprising as it was envisaged that the Arab Australian 
participants may have perceived lower levels of support given they were not 
living in their country of origin, as has been shown for other migrant groups 
(Merry & Robinson, 2014). However, it may be that religious beliefs which 
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require believers to take responsibility for looking after each other (common to 
both Islam and Christian religions, the main two religions in the Arab 
population) resulted in sufficient social support from family and friends to 
compensate for not living in their country of origin. Interestingly, while Arab 
Australian participants reported lower scores than their Jordanian counterparts 
for the social interaction domain of the Duke SSI, they reported greater 
satisfaction with the social support they received from their families (Chapter 
Eight - Unpublished Findings). Differences in participants’ expectations of social 
support were evident in the qualitative interviews, with Australian participants 
not expecting too much support from their family members or from their 
friends. For example, Arab Australian participants highlighted the ‘busyness’ of 
life in Australia for their family members and friends who needed to work hard 
to meet their family needs and at the same time to look after their sick family 
member. In Australia, the role of family members extended beyond 
psychological support to providing practical help with other tasks such as 
serving as ad hoc interpreters, getting information for their family member and 
generally taking care of the whole family’s needs. Consequently, comments such 
as “I told you my friends here are busy with their families so they cannot spend 
much time with me” were often voiced by the Australian participants. This may 
also reflect smaller family size as Australian participants may not have had 
family networks as extensive as those they may have had in their country of 
origin. 
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9.2.4 Research Question 4 
What role do cultural and religious beliefs play in influencing Arab cancer 
survivors’ experiences? 
This study has revealed cultural and religious beliefs played a role in the 
experiences of Arab cancer survivors (Chapter Eight - Unpublished Findings). 
Religious beliefs underpinned participants’ reactions to and acceptance of their 
disease and were a source of strength to fight cancer. Both Muslim and Christian 
participants reported that God created human beings and gave them their 
bodies as gifts to be cared for. While most participants talked about cancer 
being a result of God’s decision for example, “I am accepted what God choose for 
me”, some participants believed that cancer could be a punishment or a test 
from God, a belief that stems from Muslims believing that having cancer is God’s 
way of cleaning your sin in this life before the Day of Judgment. Participants 
who saw their cancer diagnosis as a test also showed more acceptance of their 
diagnosis and treatment as they saw this as a need to pass this test. Almost all 
participants had a very positive acceptance of their illness as a gift from Allah 
(“my faith in Allah helped me to accept my disease”) and valued their cancer 
experience which drew them closer to their God, family and friends.  
The findings from this study suggest that there are many similarities between 
Arab Australian and Arab Jordanians related to disclosing and discussing a 
cancer diagnosis. Participants in this study were relatively open about their 
cancer diagnosis and, while no one reported feeling ashamed or stigmatised by 
their diagnosis, some participants did describe their desire to conceal the cancer 
diagnosis from their extended family members, friends, and neighbours. This 
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was more from a desire to protect their family members from being hurt or 
worried rather than feeling it would negatively impact on their (or their 
family’s) reputation. For some participants, concealing their diagnosis was also 
their way of avoiding the sympathy they felt would follow if people knew their 
diagnosis. 
9.2.5 Research Question 5 
What are Arab cancer survivors’ preferred sources of cancer information?  
As reported in Paper 3, study participants indicated the Internet was the most 
frequently used source of cancer information, followed by their doctor. 
Interestingly, while participants identified the internet as their most frequently 
used source of information—likely because of its convenience (“I search all the 
time on the internet … because the internet is opened without appointment like 
the doctors”), their doctors remained the most reliable and trusted source of 
information (“no one can know what the doctor knows”). For Australian 
participants, having a language-congruent doctor was important as this not only 
helped them understand their disease and treatment, but appeared to be a 
source of support (“I ask the family doctor because I can understand him, he is 
Lebanese and speak my language and I feel that he is close to me so he can 
understand”). 
The study interviews identified differences between Arab Australian and Arab 
Jordanian participants’ awareness of cancer support services with Jordanian 
participants indicating greater awareness of and access to cancer support 
services including support groups. The Australian participants were not aware 
 Chapter Nine – Summary and Conclusion  208 
of any such groups, not surprising given there are no cancer support groups 
specifically for Arabic-speaking cancer survivors in Sydney (despite having the 
largest number of Arabic speaking people in Australia). However, Australian 
participants’ lack of awareness of cancer support services and organisations 
such as Cancer Council Australia was concerning. In the Australian setting 
where this study was undertaken it is standard practice to provide information 
on support services during medical consultations, including patient fact sheets 
which are available in a range of languages, including Arabic. It may be that 
participants did not remember the information they were provided, which is 
possible given the high levels of anxiety experienced when receiving a cancer 
diagnosis (Lipson‐Smith et al., 2018), or they were not reading the material 
provided. The latter explanation would seem probable given the comments by 
some participants who felt overwhelmed with the volume of information, with 
some filing it away without ever looking at it. 
9.3 Study Limitations  
The findings of the SNAP Study must be interpreted in the context of a number 
of limitations which are addressed under the broader headings of design and 
measurement issues. 
9.3.1 Design Issues 
This study used a comparative study design in an attempt to examine the unmet 
supportive care needs of cancer survivors in two countries (i.e. cross-national) 
with the express intention of identifying the role language played and 
explaining similarities and differences. While this design was considered the 
most appropriate to address the study aim, an inherent bias in comparative 
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studies undertaken across countries is that the responses of a sample of 
individuals are not necessarily representative of the country as a whole (De 
Vaus, 2008). Importantly, cultural variations within countries may be greater 
than those between countries meaning care is required when interpreting 
differences (De Vaus, 2008) and hence, the study findings need to be interpreted 
in this light. Nevertheless, understanding differences provides a starting point 
to further examine how culture, health systems and resources impact on cancer 
outcomes for cancer survivors (Chan, Chan, Yates, & Molassiotis, 2018). 
While not intentional, all the Australian cancer survivor participants recruited 
to this study were first-generation immigrants, with length of residence ranging 
from 2-50 years. We should be mindful of this in generalising the findings to 
Arab migrant cancer survivors, including second and third generation 
Australian cancer survivors as their level of acculturation could influence their 
unmet supportive care needs. Further, eligibility criteria for this study included 
Arab cancer survivors within five years of their diagnosis, meaning the unmet 
supportive care needs identified in this study may not reflect those of long-term 
cancer survivors.  
9.4 Study Strengths 
A number of study strengths were provided in the papers published as part of 
this study however, an important strength of this study not previously 
discussed was establishing the external validity of the SCNS-SF34, the primary 
outcome measure. This was confirmed with analyses demonstrating that the 
physical unmet needs domain of this tool was significantly correlated with the 
physical wellbeing domain of the FACIT-Sp (r = -.64, p < .01), while the 
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psychological unmet needs domain of the SCNS-SF34 was significantly 
correlated with the psychological wellbeing domain of the FACIT-Sp (r = -.46, p 
< .01). As expected, these correlations were negative (that is, high unmet 
psychological/physical needs equate with low psychological/physical 
wellbeing). This agreement demonstrates that the measures are theoretically 
related to the construct of physical and psychological unmet needs. The 
convergent validity demonstrated suggests that either SCNS-SF34 or FACIT-Sp 
could be used to assess Arab cancer survivors’ physical and psychological 
unmet needs.  
9.5 Recommendations 
9.3.2 Measurement Issues 
This study involved the use of several self-report measures. As discussed in 
Section 4.10, self-report measures are known to be susceptible to a range of 
biases, which may lead to measurement error (Van de Vijver & Tanzer, 2004). 
An important issue to consider in this study was whether the construct “unmet 
supportive care needs” was understood in Middle Eastern cultures in the same 
way as western cultures. In Chapter Three, the overview provided for unmet 
needs showed that this is a Western construct primarily used in Western 
countries, with limited use in Middle Eastern cultures. Paper 1 in this thesis also 
showed there were limited studies that explored the unmet supportive care 
needs of Arab people with cancer, suggesting this construct may not be as well 
understood in Arab society as it is in western society. Thus, unfamiliarity with 
the unmet supportive care needs construct may have biased participants’ 
responses and rating of their needs. Nevertheless, the tool demonstrated good 
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reliability and normal distribution of scores indicating variability but absence of 
floor or ceiling effects, suggesting that most Arab participants had some degree 
of unmet needs. 
It is possible there was item bias in the FACIT-Sp tool related to unfamiliarity 
with and inappropriateness of some of the items for Arab people (Van de Vijver 
& Tanzer, 2004). For example, the FACIT-Sp includes an item on satisfaction 
with one’s sex life (“I am satisfied with my sex life”) which is inappropriate to 
ask Arab people from both a cultural and religious perspective. In Arab culture, 
sharing information about one’s sex life is both shameful with Arab Muslim’s 
also believing that it is a sin to share anything related to one’s private sex life.  
Other items (“I feel peaceful”; “I have trouble feeling peace of mind”; and “I feel a 
sense of harmony within myself”) had no literal Arabic translation resulting in 
the need for additional explanation by the doctoral candidate to help 
participants understand the intent of the question. This may have resulted in 
different interpretations by Arab participants. 
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9.5.1 Recommendations for Clinical Practice 
Almost half the study sample reported PHQ-2 scores suggestive of depression, 
with this variable also being the strongest predictor of unmet supportive care 
needs. Given this tool demonstrated good reliability in this and previous studies 
of Arabic-speaking participants (Al-Qadhi, ur Rahman, Ferwana, & 
Abdulmajeed, 2014), and evidence that the tool has high clinician acceptability 
as a method to detect depression and related mood disorders (Mitchell et al., 
2008), it is recommended that clinicians should consider using the PHQ-2 as a 
brief screening tool to provide immediate feedback on the psychological status 
of Arabic-speaking cancer survivors when they present for a visit. Policies and 
interventions should support systematic, psychological assessment at the time 
of diagnosis and follow-up and reimbursement for supportive services to ensure 
that needed services are delivered equitably and in a linguistically and 
culturally appropriate manner for Arab cancer survivors and their carers. 
While Arab cancer survivors and their family caregivers have significant unmet 
information needs during the cancer journey, this was particularly evident in 
relation to disease-specific information, treatment options, test results and side 
effects. Arab Australian participants had additional needs, which likely reflected 
challenges in dealing with the English language and understanding the 
Australian health system. Given study participants’ lack of engagement with 
written resources, and the challenges of recalling medical information (Lipson‐
Smith et al., 2018), alternative means of providing information about the 
disease, treatment, side-effects and available support services should be 
considered. This could include recording consultations, an approach shown to 
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be acceptable to patients and effective at promoting knowledge, information 
recall and perception of being informed (Rieger, Hack, Beaver, & Schofield, 
2018) particularly in patients from non-English background. Research suggests 
that providing non-English speaking patients with an audio-recording of their 
consultation improves their memory of information provided in the 
consultation (Jackson & Skinner, 2007; Lipson‐Smith et al., 2016)  
The current study identified the internet as the most commonly used source of 
information by cancer survivors and their family caregivers. Given this is an 
easy and cost-effective way of obtaining cancer-related information, Arab 
cancer survivors should be directed by healthcare providers to websites that 
contain authoritative and accurate health information to find additional 
information about their cancer. 
In the current study, both Australian and Jordanian cancer survivors indicated 
their preference for face-to-face communication when receiving health 
information. Notwithstanding the challenges of accessing healthcare 
interpreters for migrants, HCPs should consider using face-to-face 
communication to provide information and support to Arab cancer survivors, as 
this is considered to be more culturally acceptable and provides cancer 
survivors and healthcare providers the opportunity to establish an ongoing 
trusting relationship. 
9.5.2 Recommendations for the Australian Setting  
As previously described in Chapter Four, the region where the study was 
undertaken in Australia is a major point of settlement for migrants. In light of 
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this, and our finding that Arab Australian cancer survivors were diagnosed at 
later stages of disease, culturally-sensitive health promotion strategies that 
target cancer screening are urgently needed.  
Being able to provide care in a patient’s native language prioritises patient 
safety, promotes human connection, enhances efficiency, and decreases patient 
stress levels and health needs (Ali & Johnson, 2017). Workers with 
bilingual/bicultural skills are a valuable resource in overcoming language 
barriers when caring for patients with limited language proficiency. They often 
have a greater understanding of issues within communities, and how to 
navigate these sensitively (Lee, Sulaiman-Hill, & Thompson, 2014). 
Consideration should be given to revising organisational policies to allow 
bilingual staff working in cancer care to act as translators after providing them 
with the required training (Diamond, Wilson-Stronks, & Jacobs, 2010). 
In health care settings where large numbers of immigrants settle, targeted 
recruitment of bilingual staff with the intention to use them as interpreters 
could be considered (Bischoff & Hudelson, 2010; Lee, Sulaiman-Hill, & 
Thompson, 2014). These staff who can officially (rather than informally) double 
as interpreters. Bilingual healthcare staff who speak a certain language should 
be allocated to work on the same day when most of the patient who speak that 
language attend the health care setting. This strategy has less visible costs than 
professional agency interpreters. However, there are invisible costs involved 
with removing a staff member from one role to fulfill another and to ensure the 
quality of their interpreting it is important to train and assess bilingual staff just 
as for professional interpreters. 
 Chapter Nine – Summary and Conclusion  215 
Lack of awareness emerged as a key barrier to accessing cancer support 
services (Chapter Eight), suggesting more systematic ways of educating Arab 
cancer survivors about, and providing referrals to, cancer support services are 
needed. Using automated prompts or checklists to remind healthcare providers 
to discuss cancer support services with their patients and perhaps connecting 
them (or their carer) with these services could be very helpful. 
9.5.3 Recommendations for Further Research 
As discussed in Paper 2, language barriers were not a predictor of unmet 
supportive care needs for Arab Australian cancer survivors, suggesting other 
factors are contributing to the differences seen in this study. Exploring 
acculturation, sense of belonging and health system expectations may help to 
uncover other factors impacting on Arab Australian cancer survivors’ unmet 
supportive care needs. Importantly, there is a need to use a validated diagnostic 
measure (as opposed to a screening tool) to establish the role depression plays 
in the psychological wellbeing of Arab cancer survivors. A variety of screening 
instruments have been developed and validated to screen Arab cancer survivors 
for depression. Some of these instruments include: the Depression Anxiety 
Stress Scales (DASS) and Patient Health Questionnaire (PHQ) and Kessler K10 
(Dallo et al., 2018; Kayrouz et al., 2016; Moussa, Lovibond, Laube, & Megahead, 
2017). However, there are no diagnostic tools for depression in this population. 
Thus, there is a need to develop a diagnostic tool for this population and, hence, 
a complete assessment is essential. 
Little is known about changes in Arab cancer survivors’ unmet supportive care 
needs across the cancer trajectory. Understanding how these needs change 
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during the cancer journey will enable clinicians to implement appropriate 
interventions to meet these needs. Hence, a longitudinal study is needed to 
capture the changes in Arab cancer survivors’ unmet supportive care needs. 
Researchers should also make sure that if further comparative studies are 
undertaken, findings reflect real differences between the groups and not the 
artifact of measurement error. The study should be repeated using different 
instruments to measure the unmet supportive care needs of Arab cancer 
survivors and to determine if differences between Arab Australian and Arab 
Jordanians still exist. 
As part of the delivery of a holistic health care service, HCPs need to possess the 
capacity and knowledge to assess the unmet supportive care needs of Arab 
cancer survivors. The psychological domain of Arab cancer survivors must also 
be taken into account, with attention focused on depression level that primarily 
impact on Arab cancer survivors unmet supportive care needs.  
Finally, the findings presented in this study addressed a significant knowledge 
gap about unmet supportive care needs of Arab people and could guide future 
health services for this community. Future research could focus on clinical 
interventions to establish ‘cultural advocates’ to represent cancer survivors, 
help them to navigate the health system and provide cross-cultural training to 
health care staff. Such advocates can play a similar role to the patient navigator, 
which has been evaluated successfully in several studies with cancer patients 
(Freund et al., 2014; Ko et al., 2014; Rodday et al., 2015) 
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